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ABSTRACT 
Occupational therapists recognize that families are central to the well-
being of children and that incorporating parent perspectives into intervention is 
an essential component of the therapy process. Although family-centered 
outcomes are specifically espoused in the pediatric occupational therapy 
literature, parent perspectives have not been the focus of efficacy studies. This 
collection of papers reports three sets of findings designed to understand 
parents' perspectives related to occupational therapy using sensory integration 
approaches. In both studies, interviews with parents were conducted, 
audiotaped, transcribed, and analyzed using grounded theory methods. 
The first study reported here describes parents' point of view regarding 
their hopes for outcomes prior to their children's participation in occupational 
therapy using a sensory integration approach. These parents identified two 
overarching directions for therapy. One focus for change was their children. 
v 
Three themes pertinent to the occupation of children; social participation, self-
regulation, and perceived competence, were identified. Parents also include 
themselves as both agents and recipients of change. 
The second and third papers describe parents' point of view after their 
children have been discharged from therapy. The parents' perceptions of the 
benefits of therapy for their children are categorized into three interrelated 
constructs: abilities, activities, and reconstruction of self-worth. For 
themselves, parents value understanding their children's behavior in new 
ways. This shift in understanding is hypothesized to facilitate a change in 
expectations for themselves and their children. Further, parents value having 
their parenting experience validated and being able to support and advocate for 
their children. 
The parents' actual experience of sitting in the waiting room while their 
children received occupational therapy also emerged as a powerful theme. 
Through their interactions with one another, sharing stories, experiences, 
parenting challenges, and resources, the particular group of parents 
interviewed for the second study gave and received naturally occurring support 
for parenting children with sensory integration dysfunction. Implications for 
expanding the definition of family-centered intervention and for future research 
are proposed. 
VI 
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Parental Hopes for Therapy Outcomes: Children with Sensory Modulation 
Disorders 
Key words: family, sensory integration, quality of life 
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Abstract 
Objective: Understanding parents' hopes for therapy outcomes is essential to 
family-centered care. This qualitative study explored parents' points of view 
regarding their hopes for ·the outcomes of occupational therapy using a 
sensory integration treatment approach. 
Method: Data were collected as part of a larger research project on the 
effectiveness of intervention for children who have sensory modulation 
disorders. Five interviews were randomly selected from 17 parent interviews 
conducted in the larger study. Data were analyzed using grounded theory 
methods. 
Findings: Three themes pertinent to the occupations of children and two 
themes related to the occupations of parenting and sustaining family life 
emerged. Child-focused outcomes include social participation, self-regulation 
and perceived competence. Parent focused outcomes include learning 
strategies to support children and obtaining personal validation. 
Discussion: Interventions are proposed that relate to children's participation in 
contexts in which they live, learn, and play, as well as the support of parents in 
the occupations of parenting. 
2 
Parental Hopes for Therapy Outcomes: Children with Sensory Modulation 
Disorders 
3 
The Individuals with Disabilities Education Act (IDEA) mandates family-
centered care for children and families with special health care needs (U.S. 
Department of Education, 1995). This legislation places families at the core of 
the intervention process and acknowledges the influence of famil ies in their 
children's development. Numerous authors in the occupational therapy 
literature advocate a family-centered care approach (Brown, Humphry, & Taylor, 
1997; Burke & Schaaf, 1997; Cohn & Cermak, 1998; Humphry & Case-Smith, 
1996; Lawlor & Mattingly, 1998; Miller & Hanft, 1998), arguing that successful 
intervention requires sensitivity to the perspectives of families. Specifically, 
providing family-centered services requires that professionals understand the 
hopes and outcomes desired by families who seek services. Listening to 
parents' hopes for therapy outcomes is one way to understand the personal 
meaning parents attach to the therapy process (Spencer, Davidson, & V\lhite, 
1997). 
The importance of honoring parents' perspectives on outcomes of 
occupational therapy for their children is highlighted by Dunn (1994) and 
Parham and Mailloux (1996), and by Bundy (1991) specifically in relation to 
sensory integration treatment approaches. Parents have provided ardent 
testimonials that OT using sensory integration treatment approaches improves 
quality of life for their family (Anderson & Emmons, 1995; Occupational Therapy 
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Associates, P. C., 1995). Other occupational therapy literature discusses 
parental views of experiences related to early intervention using other treatment 
approaches (Case-Smith & Nastro, 1993; Hinojosa, 1990; Hinojosa & 
Anderson, 1991 ; Miller & Hanft, 1998). 
This study explored parents' hopes for OT outcomes for children with 
sensory modulation disorders (SMD). SMDs manifest as an inability to react to 
sensory stimulation in a manner appropriate to task demands, environmental 
contexts , social supports, and cultural expectations (Ayres, 1972; Mcintosh, 
Miller, Shyu, & Hagerman, submitted; Parham & Mailloux, 1996). Clinically, 
persons with SMD present as hypo-responsive, hyper-responsive, or as having 
labile reactions to sensation (Dunn, 1997; Kinnealey, 1973). By understanding 
parents' priorities for treatment outcomes for children with SMD, therapists can 
design intervention and research programs that are congruent with parents' 
hopes and values. 
Methods 
To research parents' priorities for therapy outcom~s . we used a 
qualitative research methodology; a collective case study approach (Stake, 
1994). In qualitative research traditions, researchers are urged to locate 
themselves in the research process to explore their assumptions and use 
them productively to interpret findings (Maxwell , 1996; Reay, 1996; Riessman, 
1994). As researchers , we brought individual perspectives; however, it was our 
common perspective as occupational therapists that shaped the study. As 
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clinicians providing occupational therapy using a sensory integration treatment 
approach, we have frequently heard anecdotal accounts of the importance of 
focusing on parents' stated outcomes for their children and their families. 
However, empirical examination of which outcomes are important to parents 
has not been documented. As parents, we have firsthand experience living 
with and parenting children; we believe that successful OT must be linked to 
the daily functioning of both the child and the family unit and the meaning and 
hopes parents attach to the therapy process. We are committed to a top-down 
approach to evaluation (Trombly, 1993, 1995) beginning with identification of 
parents' beliefs systems, expectations of their children, and image of family 
functioning. Thus, our pre-treatment interview focused on understanding the 
daily occupations of children and their families and their hopes for therapy 
outcomes. 
Data for this study were generated as part of an ongoing program of 
research measuring the effectiveness of occupational therapy in treating 
children identified with SMD at The Children's Hospital in Denver, Colorado. 
The pre-treatment intake procedure included a thorough semi-structured 
interview of parents, which was videotaped, audiotaped and transcribed. 
Additionally , several standardized assessments were administered, including 
the Sensory Integration and Praxis Test (ages 5-9) (SIPT: Ayres, 1989) or the 
Miller Assessment for Preschoolers (ages 4 - 5) (MAP: Miller, 1988, 1982); 
FirstSTEP (ages 4- 5) ( Miller, 1993); the Short Sensory Profile (SSP; Mcintosh, 
Miller, & Shyu, in press) and the Child Behavior Checklist (CBCL; Achenbach, 
1991 ). Inclusion criteria for the larger research program were: scores < -3 
standard deviations on the SSP, characteristics indicative of SMD during 
administration of standardized scales, and concerns related to sensory 
processing and related daily living tasks on the clinical interview. Based on 
results of these evaluations, children were admitted to the research study. 
For this study of parental hopes, five videotaped interviews were 
randomly selected from the 17 videotaped interviews that had been 
administered at the time of this study. The five videotapes include interviews 
with eight parents (three couples and two single parents). Table 1 presents 
demographic information about the parents and their children. Two children 
lived with their adoptive parents and three children lived with their biological 
parents. The children varied in ethnicity, however, the parents were all \1\/hite. 
Table 2 presents standardized scores of the five children on the SIPT or MAP, 
the SSP and the CBCL. 
Interviews 
Parent interviews ranged from 45- 60 minutes and began with the 
question, "Tell me about (child's name). Talk about what is wonderful or 
special about (child's name)." The interview included 11 structured questions 
(see Appendix), but, because the interview process was flexible, probes were 
added, wording was modified, and additional queries or explanations were 
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provided as needed to clarify, explore, or extend information pertaining to 
parents' views, concerns, and hopes for their children. 
Data Analysis 
We explored the cases collectively, using grounded theory procedures 
7 
( i.e. constant comparative method) recommended by Strauss and Corbin 
(1990). Transcripts were subjected to open coding--the naming and 
categorizing of phenomena--for themes that related to parents' hopes for 
therapy outcomes. The open codes or categories were compared and 
contrasted to detect similarities and differences across the five cases. 
Categories that represent dimensions of overlap with each other were grouped 
and analyzed using axial coding. This process binds information in new ways, 
suggesting relationships and variations among categories (Strauss & Corbin, 
1990). From this step emerged the two core categories of our analysis, child-
focused outcomes and parent-focused outcomes. 
After creating conceptual categories, we analyzed the relationships 
between the key categories to generate ideas about phenomena (Strauss & 
Corbin, 1990). Thus, in the selective coding phase of our data analysis, the 
core categories were refined and validated by selecting and systematically 
relating the two primary categories to other possible groupings. We then 
constructed a taxonomy for classifying parental hopes related to outcomes of 
occupational therapy for their children and themselves. 
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To confirm that our interpretations reflected the participants' 
perspectives, we conducted member checks, testing the validity of our 
conceptual categories. The categories were further refined based on 
participants' feedback. The final analytic categories were reviewed by a group 
of experienced occupational therapy researchers and by a group of sociology 
doctoral students, both of whom were familiar with grounded theory analysis. 
Both groups reviewed transcripts and confirmed the researchers' open coding 
and category construction. 
Findings and Interpretations 
'11/hen asked to identify their hopes and expectations for therapy, parents 
spoke about three outcomes for therapy that focused on changes in their 
children. In addition, parents identified two outcomes focused on themselves 
or their families, viewing themselves as both change agents for their children 
and recipients of service and support. Findings for each of the two core 
categories, child-focused outcomes and parent-focused outcomes, are detailed 
below. 
Child-focused outcomes 
Social participation: Parents in the study wanted their children to 
develop behaviors and skills needed to "fit in," belong, and to be included at 
school and in their communities. They hoped that their children would learn 
appropriate ways to behave so they could conform to the cultural norms of their 
daily living contexts. Comments such as "We 'd like her to be able to sit in a 
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classroom situation and learn," or "We want him to be successful in school," 
highlight parent's perceptions of the importance of the school context. One 
mother specifically identified community as a valued context. She stated, "I 
would like to be able to take him to the grocery store without him high-jumping 
off my shoulder." Social participation also includes relationships with same 
age peers, with siblings, and with other children. One parent stated that having 
friends and "being socially okay' was a major concern. Another noted the 
difference between her child's inability and her niece's ability to interact with a 
baby. She expressed her hopes: 
Tamara (her niece) has the ability to sit down ... and sit by the 
baby and be real quiet and just ask questions and look at the 
baby and touch the baby. Joanna's bouncing and jumping, and 
I'm afraid she is going to fall on the baby. I mean, it 's a totally 
different thing. 
Coster defined the construct of social participation as "active 
engagement in the typical activities available to and/or expected of peers in the 
same context" (199a, p. 341 ). In this study, Coster's construct describes the 
parents' highest priority for outcomes: that parents hope that their children will 
be "able to orchestrate engagement in occupations in a given context that are 
positive, personally satisfying and acceptable to adults in society who are 
responsible for children" (pp. 340). Valued contexts that the parents in the 
present study identified include school, home, and the community. 
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Self-regulation: Parents hoped that their children would develop coping 
mechanisms to self-regulate their behavior. Adam's mother said "It is a good 
thing for children to have self-control and regulate themselves." Although 
Harry's mother hoped that Harry ultimately would be able to regulate his own 
hyperactive behaviors, she suggested that if Harry could learn to seek help 
from others, that could be a useful strategy as well. She expressed a desire for 
Harry to learn to channel his hyperactivity: 
I don 't expect for [the hyperactivity] to go away, because I think it 
is so high right now, and it's just part of [him]. But some way to 
be able to have him know how to channel that, so it can get 
down to a level that's acceptable, for instance, in school. That 
would be really nice. Some overflow into being able to feel how 
he is feeling and whether he's feeling jittery and what to do about 
that, where he might be flying off the handle. If he could kind of 
get a grasp on that, verbally or somehow emotionally, so that he 
can either tell me, tell the teacher, get some help somehow, or 
be able to do it himself. 
Harry's mother yearned for him to recognize how he feels and develop a range 
of options to seek the assistance he needs, learning how to regulate his own 
behavior in the valued context of school. 
1 1 
Kisha's mother expressed a desire for Kisha to learn "to be cognizanf' 
of her own behavior in order to develop self-control. Kisha's mother hoped that 
the self-control would generalize to other situations. 
I would like to see her be able to stop and realize the 
consequences of her behavior and change her behavior. There 
are times she is totally out of control and she is not cognizant of 
what she is doing. She doesn 't understand why I am so upset 
when she has been screaming for 2 hours. I would like to see 
her control that. I know she wants to ... So once she learns to 
control one thing, she is going to say oh, maybe this can apply 
here. 
Perceived competence: Monique's mother linked establishing internal 
feelings of self-confidence to Monique's ability to regulate her behavior. She 
hoped that Monique's recognition of her ability to help herself would lead to 
greater perceived competence in the context of her emergence as a young 
woman. 
At this point in Monique's life when she is about to turn 9, she 's 
entering a time in a young woman's life that is one of the most 
difficult ... the more we can understand about her, the more she 
can help us to help herself If it gives her some self-confidence 
or additional tools to work with on her own when she 's not around 
us, she can say, ' I can help myself here and I feel good about 
myself ' 
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Trombly defined competency as a sense of satisfaction with one's own 
implementation of the tasks associated with valued roles (1995). These 
parents hoped that their children would feel satisfaction with themselves. That 
is, they hoped that their children would get pleasure from what they themselves 
were able to do and who they were as people. One mother stated, 
What I want for Harry is like happiness or contentment or satisfaction with 
himself ... it is bigger than just self-confidence but includes self-
confidence .. . I wish he could get pleasure from what he himself can do 
and who he is as a person." 
Two themes identified in our study were consistent with valued 
outcomes identified by Anderson (1993) in her study of parental perceptions of 
the influence of sensory integration therapy for children with autism. The 
parents in Anderson's study reported that their children made gains in 
socialization with other children (social participation) and in their ability to 
express emotions and desires (self-regulation). 
Parent-focused outcomes 
The parents discussed desired changes for themselves, identifying two 
interrelated roles: provider of support for their children and recipients of 
validation as parents for themselves. These parent-focused hopes can best 
be understood when intervention is viewed as a collaborative process, co-
constructed by parents and therapists. 
1 3 
Learn strategies to support child: The parents in the present study saw 
themselves as providers of support for their children. In this role, they hoped to 
become collaborators, combining efforts with therapists to assist children. 
Ruddick (1989) proposed that one of the major tasks of parenting is to "shape 
children's growth in 'acceptable' ways" (p. 21 ), acceptable being defined by the 
cultural context of the family. The parents who were interviewed specifically 
asked for techniques that they could use to help their children calm down or 
self-regulate. Because Adam was only 4 years of age, his parents indicated 
that they were seeking tools to soothe him: "I think if we are just able to learn 
some techniques to help him calm down." 
Many of the parents suggested that understanding their children's 
behavior would help them to support their child's growth. Monique's mother 
said, "The more we can understand about her, the more she can help us to be 
able to help herself. " Drawing on the metaphor of "living with an alcoholic," 
Kisha's mother described her frustration in living with Kisha's unpredictable 
behavior and wanted to understand what triggered Kisha's behavior. 
She's very moody, it's like living with an alcoholic. You never 
know. That's the scary part. I still have not been able to figure it 
out, although I am starting to get clues .. . as to ... what triggers it. 
Understanding their children's behavior was a dominant theme among the 
parents and was consistent with Anderson's finding that parents value 
understanding their children's behavior from a sensory integration frame of 
reference. 
Personal validation: Closely related to receiving support for parenting 
their children, the parents hoped that therapists would understand the 
challenges of living with children with SMD. Joanna's mother stated, "I just 
can 't take it anymore," and Adam's mother said, "He is affecting our lives and 
everybody around us .. . he's bouncing off the walls and we can't get him to 
stop ... it's exhausting. " In a member check interview, Harry's mother declared: 
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I want confirmation that I'm not 'weird,' that Harry isn 't 'bad,' that 
there are other children like Harry, that his problems are 'real ' 
and not just in my head. I want to be accepted and bolstered for 
what I do for Harry rather than people thinking that I'm a bad 
mother. 
These parents wanted to understand their children. They also wanted 
therapists to understand their experience of parenting a child with SMD. The 
parents hoped that this combination of learning tools to help their child, and 
being understood and accepted themselves, coupled with the child's 
improvement in social participation, self-regulation and perceived competence 
would ultimately facilitate sustainable family routines. 
We ultimately want to make it easier to live together as a 
family ... if Harry is getting better, and I am getting tools to help 
Harry, and I'm getting confirmation that what I'm doing is OK, 
then the life of our whole family will get better. 
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Based on interviews with families with a young child who exhibits 
developmental delays, Gallimore, Weisner, Kaufman & Bernheimer (1989) 
hypothesized that the key adaptation task for the family is organizing daily 
routines so that they are sustainable, meaningful, and congruent with the 
individual needs of family members and with family themes. The families in 
the Gallimore et al. study constructed and sustained meaningful routines to 
provide proper care, supervision, and stimulation for their children. Embracing 
a systems perspective, Gallimore and colleagues noted that the well-being of 
the family depends on the functioning of the whole system as well as the 
functioning of each family member. Their data show that intervention with 
children with special needs can be effective only when the interventions are 
sustainably integrated into the routines of the family. 
In our study, Joanna's mother wanted therapy to improve the consistency 
of her daughter's behavior. She wanted to be able "to know that I can count on 
my daughter." As reported above, another parent wanted to take her child to the 
grocery store, and yet another parent wanted to feel"okay" about her child being 
near a baby cousin. These are all examples of the parent's desire to see 
changes in their child's behavior so that family routines can be sustained. 
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Parental hopes for therapy outcomes are embedded in contexts in which 
their children live, learn, and play, as depicted by Figure 1. The figure also 
depicts the child and parent-focused outcomes derived from this study 
including the following: 
• Child-focused outcomes: social participation, self-regulation and 
perceived competence; and 
• Parent-focused outcomes: learn strategies to support child and 
personal validation. 
Theoretical Validity of Interpretations 
To address the theoretical validity of our interpretations, we searched the 
interviews for themes other than the five identified and for themes specifically 
related to sensory processing. In the interview, parents were asked to describe 
their children's reaction to sensory stimulation including: olfactory, auditory, 
visual, tactile, taste, and movement stimuli. We selected these questions 
based on the assumption that because these children were identified as 
having SMD, we expected that the sensory problems inherent in SMD would be 
evident in the parental concerns and hopes for their children. However, 
reexamination of data generated by the question, "How does your child 
respond to sensory stimuli?" revealed that parents responses were framed in 
terms of social participation, self-regulation, and perceived competence. For 
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example, Harry's mother noted that his tactile defensiveness interfered with his 
social relationships with other children. 
He is a child that doesn't like light touch .. . He is tactile defensive ... 
When children are around him, they kind of bustle or touch him 
in the hallway, that's very annoying to him and it increases his 
activity level and sometimes increases his aggressiveness. 
However, he also needs to touch other children. So he 
constantly has his hands diddling in the desk of the person next 
to him. 
As a physical therapist, Harry's mother used clinical language, (e.g ., "tactile 
defensiveness"}, yet she immediately embedded Harry's behavior in the 
occupational tasks of peer relationships. 
She elaborated when she discussed Harry's reactions to auditory 
stimuli, describing how his sensitivity to such stimuli interfered with his ability 
to attend a sporting event and have social relationships . 
An overall crowd noise, a background noise, increases his 
activity level. It makes him angry or more emotionally labile. 
a sporting event is pretty difficult for him. He can't go with friends. 
Monique's mother also responded to questions about sensory 
sensitivity by describing functional activities of daily living, such as, "Monique 
must have the tags cut out of her clothes." She mentioned Monique's 
preference for cotton and terrycloth clothes but quickly shifted the conversation 
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to behavioral concerns. She explained that Monique fixated on something that 
she wanted to buy, eat, or do and constantly talked about it. To regulate her 
own behavior, Monique liked to know what was going to happen next. Although 
Monique's mother began with information about Monique's sensory 
processing, she quickly transitioned to concerns about self-regulation and 
strategies that would help Monique enjoy activities. 
Adam's mother also shifted her responses to questions about sensory 
processing to functional concerns. In response to the question, "Is he 
sensitive to tags and other things?", Adam's mother talked about his behavioral 
rigidity. 
I haven't had to take tags out of everything, just the ones that he 
can feel, he will complain about. Yesterday morning, he went to 
change his underwear. He looked and he said, 'flowers, Fruit of 
the Loom, ' and he gets the other pair of underwear and he puts 
them right next to each other, 'flowers.' And then they were okay 
to put on. Rigidity like that. 
Instead of the question about clothing tags eliciting a concern about sensory 
processing it evokes a story about Adam's rigid behavior. 
These stories illustrate our overall finding that parents of children with 
SMD are primarily concerned about their children's social behaviors and that 
sensory concerns are addressed within the context of functional behaviors. 
Parents rarely talked about their children in terms of the sensory components 
of function. For example, they did not say "My child is unable to discriminate 
tactile input." Instead, the language parents used embedded performance 
components (such as tactile discrimination) in the context of everyday 
occupations. 
1 9 
A thorough review of the five transcripts to search for discrepant data 
(i.e., data that could not be categorized as social participation, self-regulation, 
or perceived competence) revealed only one discussion related to the skill of 
balancing. Monique's father shared that a therapist had told him that his 
daughter had trouble closing her eyes and balancing at the same time. 
Although all children had been assessed by an occupational therapist prior to 
the parent interview, and the therapists' review of findings with parents may 
have educated parents about their child's clinical issues, the preponderance of 
parent responses during their interview relate to their child's daily occupations. 
These findings provide a useful framework for thinking about evaluation, 
intervention, and outcomes of children with SMD that are meaningful to our 
consumers. It should be noted that this information relates to only five families 
with children identified with SMD and may not represent all parents of children 
with SMD. Further, the multidimensional contributions of temporal , 
socioeconomic, and cultural factors on parents' hopes for therapy outcomes 
were not analyzed for this study and might provide meaningful information 
related to parents' hopes for therapy outcomes in future studies. 
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Implications for Practice 
The findings highlight the importance of understanding parents' realities 
and the contexts in which children live. Children with SMD have complex and 
multiple needs extending beyond their sensory processing abilities. This study 
documents that parents of children with SMD highly value their children's 
abilities to participate in the contexts in which they live, to self-regulate 
reactions, and to feel competent. 
The study design and findings provide information that will be helpful to 
therapy practitioners striving to follow recommendations by Coster (1998) and 
Trombly (1993), who urged therapists to use a top-down approach to the 
evaluation process, beginning with the occupations the person needs and 
wishes to perform. Further, our findings imply that these parents seem to 
intuitively believe Rogoff's postulate (1990) that, for children, successful 
management of occupational tasks and participation in society depends on 
adults and children structuring the environment. Thus, attending to parents' 
concerns and how they structure their environment to sustain family life is 
advised . 
In practice, the assessment tools therapists choose and the outcomes 
they measure are operational definitions for their priorities for change in 
intervention (Haley, 1994). If therapists begin evaluations with performance 
components , they may miss meaningful outcomes such as social participation 
for children and their families. The challenge is to evaluate social participation, 
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self-regulation, and perceived competence in important contexts. Examples of 
assessments that may be useful for documenting change in the occupational 
domains mentioned by parents in this study are The School Function 
Assessment (Coster, Deeney, Haltiwanger, & Haley, 1998), which measures 
social participation in the school setting; the Child Behavior Checklist 
(Achenbach, 1991 ), which measures self-regulation; and the Piers-Harris 
Children's Scale (Piers, 1984), which measures self-concept. Documenting 
changes related to parenting occupations is also recommended (see Cohn & 
Cermak, 1998, for a review of assessments related to the family system). 
Given the insights from this research, we recommend that therapists 
strive to understand issues that are crucial to parents of children seeking 
occupational therapy services. Knowledge about parents' priorities depends 
on understanding what behavior, events, persons, or routines mean to those 
who partake of them. Meanings cannot be assumed. To understand a family's 
values, goals, and aspirations for their child and themselves, therapists must 
listen carefully to family members' perspectives. Therapists should ask 
parents to describe hopes for treatment outcomes and how they will know if 
therapy is successful. Queries might include "What are you hoping will be 
different about your child as a result of therapy?" or "What do you anticipate 
treatment will do for you or your family?" Using parents' language, rather than 
clinical language, will help communicate to families that their perspective is 
respected. Asking parents to describe their family and what they enjoy doing 
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together or asking about family routines may provide valuable insights into the 
family's experiences. Because parents are the primary decision makers for 
their children, they should be actively involved in constructing intervention plans. 
True collaboration involves discovering solutions that best fit families ' needs 
and circumstances. To be effective, intervention must be sustainable within the 
contexts of family life. 
Implications for Research 
In addition to using assessments to examine the constructs of social 
participation, self-regulation, and perceived competence, research is needed to 
examine the ways in which sensory processing, occupational performance, 
and performance contexts influence each other and how changes in one 
domain may or may not lead to changes in another domain. Occupational 
therapy that uses a sensory integration treatment approach is based on the 
assumption that enhanced sensory experiences, within the context of 
meaningful activities, results in more adaptive behaviors (Fisher & Murray, 
1991 ). The parents in this study described hopes for changes in social 
participation, self-regulation, and perceived competence in their children. 
Although there is an implicit belief in the profession that occupational 
performance (social participation), performance components (self- regulation 
and modulation of sensory stimuli) and performance contexts (home, school, 
community) are related, it is crucial to recognize that this assumption has not 
been empirically examined. The relationships are complex and require further 
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exploration and empirical validation. To address the hopes of consumers for 
intervention and research outcomes, the links must be considered between 
children's underlying sensory processing difficulties, the impact of difficulties 
on children's behavior, and the effect of living and parenting a child with SMD on 
the entire family system. 
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Appendix A 
Parent Interview 
1. Tell me about [child's name]. I especially want to hear about the kind of 
things that you enjoy about [child's- name], what his/her gifts and talents are; 
what his/her strong points are. 
2. What has led you to seek occupational therapy services for [child's name)? 
(If necessary: what have you noticed about [child's] development that concerns 
you?) 
3. Tell me about [child's] abilities in: daily care activities; play; making and 
keeping friends ; following directions; communicating; regulating his/her 
behavior; activity level; and falling and staying asleep. 
4. What do you notice about [child's] reactions to sounds; reactions to lights 
and other visual stimuli; reactions to being touched; reactions to smelling 
things; and reactions to 
moving in space? 
5. Tell me about your pregnancy, delivery and [child's] early history. 
6. Tell me about [child's) hospitalizations or medical problems. 
7. Tell me about [child's] previous therapy or treatment. 
8. Tell me a little about whom else is in your family. What things do you enjoy 
together? 
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9. (If in school) V\lhat is school (preschool) like for [child's name]? Is there 
anything that you would like to see changed about his or her school situation 
or the way she or he is at school? 
10. V\lhat kind of toys or outdoor equipment do you have that [child's name] 
enjoys? V\lhat does [child's name] do after school and on weekends? 
11. V\lhat are your expectations and/or hopes for therapy? (Or what is it 
about [child's name] that you are hoping will change?) 
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Child's name8 
Education 
Harry 
Monique 
Joanna 
Kisha 
Adam 
• Pseudonym 
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Table 1 
Demographics of Children and Their Parents 
Gender Age Ethnicity of Parent's 
Child 
M 6 Asian College 
F 8 Caucasian Post graduate 
F 5 African-American <High School 
F 6 Hispanic High School 
M 4 Caucasian College 
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Table 2 
Results of Children's Scores in Four Standardized Scales 
(abbreviations in key below) 
Sensory Integration Short Sensory Profile Child Behavior Checklist 
and Praxis Test 
< -1SD +1SD > +1 so < -1SD +1SD > +1 so < -1SD +1SD 
Harry KIN SV, FG PrVC TS VAS Internalizing Withdrawn 
LTS Fl , GRA TSS MT Attn Prob Somatic 
DC, MAC URISS Externalizing Anx/Depres 
CPr, OPr AF Aggressive Social Prob 
SPr LEW Thought Prob 
SWB Delinquent 
PRN 
< -1SD +1SD > +1 so < -1SD +1SD > +1 so < -1SD +1SD 
Monique KIN SV, FG MAC TS TSS Anx/Depres Internalizing 
SWB PPr, CPr URJSS LEW· Thought Prob Withdrawn 
PRN MFP, LTS AF MS Attn Prob Somatic 
Fl, GRA VAS Externalizing Social Prob 
SPr Delinquent 
DC, BMC Aggressive 
PrVC PPr 
< -1SD +1SD > +1 so < -1SD +1SD > +1 so < -1SD +1SD 
Joanna GRA SV, FG MFP TS MS TSS Thought Prob Internalizing 
f SPr LTS URISS Attn Prob Withdrawn 
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BMC KIN AF Social Prob Somatic 
SWB CPr, OPr VAS External izing Anx/Depres 
Mac PPr, PrVC LEW Aggressive Delinquent 
PRN DC 
Fl 
< -1SD +1SD > +1 SD < -1SD ,:t1SD > +1 SD < -1SD +1SD 
Kisha KIN SV FG TS TSS Anx/Depres Internalizing 
GRA PPr, PrVC URISS LEW Delinquent Withdrawn 
BMC CPr, OPr AF MS Thought Prob Somatic 
PRN MFP, LTS VAS Attn Prob 
DC, MAC Social Prob 
Fl , Externalizing 
SWB Aggressive 
MAP < -1SD +1SD > +1 SD < -1SD +1SD 
Adam Total Score 2% TS MS Internalizing Anx/Depress 
Foundations Index 1% TSS Withdrawn Externalizing 
Co-ordination Index 1% URISS Somatic Delinquent 
Verbal Index 1% AF Thought Prob Aggressive 
Non-verbal Index 53% VAS Attn Prob 
Complex Tasks 1 % LEW Social Prob 
Key to Table 2 
Sensory Integration and Praxis Test 
SV = Space Visualization 
FG = Figure-Ground Perception 
MFP = Manual Form Perception 
KIN =Kinesthesia 
Fl = Finger Identification 
GRA = Graphethesia 
L TS = Localization of Tactile Stimuli 
PrVC =Praxis on Verbal Command 
DC = Design Copying 
CPr = Constructional Praxis 
PPr = Postural Praxis 
Opr = Oral Praxis 
SPr = Sequencing Praxis 
BMC = Bilateral Motor Coordination 
SWB = Standing & Walking Balance 
MAC = Motor Accuracy 
PRN = Postrotary Nystagmus 
Short Sensory Profile 
TS =Tactile Sensitivity 
TSS =Taste I Smell Sensitivity 
URISS =Under-Responsive I Seeks Sensation 
AF =Auditory Filtering 
VAS =Visual/ Auditory Sensitivity 
LEW = Low Energy I Weak 
MS = Movement Sensitivity 
Child Behavior Checklist 
Externalizing = Externalizing 
Internalizing = Internalizing 
Withdrawn =Withdrawn 
Somatic = Somatic Complaints 
Anx I Depres = Anxious I Depressed 
Social Prob = Social Problems 
Thought Prob = Thought Problems 
Attn Prob = Attention Problems 
Delinquent = Delinquent Behavior 
Aggressive = Aggressive Behavior 
35 
36 
Figure 1: Parents Hopes for Therapy Outcomes 
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From Waiting to Relating: Parents' Reflections on the Waiting Room of an 
Occupational Therapy Clinic 
Key words: family, sensory integration, outcomes 
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Abstract 
Objective: The purpose of this study was to gain an understanding of parents' 
perceptions of outcomes of occupational therapy intervention using a sensory 
integration approach. 
Method: Interviews with parents regarding their children's participation in 
occupational therapy were analyzed using grounded theory methods. 
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Findings: The parents' actual experience of sitting in the waiting room while 
their children received occupational therapy emerged as a powerful theme. 
Through their interactions with one another, sharing stories, experiences, 
parenting challenges, and resources, this particular group of parents gave and 
received naturally occurring support for parenting children with sensory 
integration dysfunction. 
Discussion: Implications for expanding the definition of family-centered 
intervention and for future research are proposed. 
From Waiting to Relating: Parents' Reflections on the Waiting Room of an 
Occupational Therapy Clinic 
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Karen is the mother of a seven-year-old girl who received occupational 
therapy (OT) using sensory integration (SI) approaches at a private practice in a 
suburban community. Responding to a question about her experience of taking 
her daughter to the OT clinic, Karen said: 
We'd sit in the waiting room and we 'd always be reading. Gradually over 
the weeks we just started talking. I really enjoyed talking with her 
[another parent], and it was like a little support group. She would share 
with me some of the things she was concerned with and I would share 
my concerns. So, it was nice to have someone, to have a little support 
group while we were there, without having to go another night of the 
week. She had similar concerns. 
As I interviewed Karen and other parents to understand their perceptions 
of outcomes of OT intervention for their children and families, I started to hear a 
recurring pattern about the waiting room. Seventy-one percent of the parents 
repeatedly spoke about perceived benefits of sitting in the waiting room and 
chatting with other parents. Some parents even suggested that I call people, 
now their friends, whom they had met in the OT waiting room. Peggy, a mother 
of a six-year-old boy, said: 
The waiting room was very helpful. It was a very helpful, quasi-
spontaneous support group, and even through my son was probably the 
mildest of the group, it was a support group without having to make it 
happen. It was just very nice moms, all there for the same reason, 
talking about various issues: advocacy issues, insurance issues, life in 
general issues. When you go week after week, you see the same 
people. It was really helpful. 
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During the interviews, parents reflected on their experience and 
repeatedly spoke of the "unanticipated consequences" of bringing their children 
to therapy. That is, the parents anticipated that the therapy itself would be the 
main change agent for their children. They did not anticipate benefits for 
themselves as parents. The benefits of the waiting room experience were also 
an unexpected finding in this research. Merton (1936), a sociologist, explains 
that consequences (expected or unexpected) result from interplay between an 
action and the context of the action. The analysis here examines the context of 
the action: the features of the waiting room and parents' accounts of their 
transformative experience of waiting while their children received OT. 
Implications for OT practice and research are discussed. Parents descriptions 
of perceived benefits of OT for their children are reported elsewhere (Cohn, 
1999). 
The analysis of waiting room phenomena came about during a study 
designed to explore parental perceptions of the effects of OT using Sl 
approaches for their school-aged children and families. By striving to 
understand parents' perspectives, the study design reported here recognizes 
the importance of family-centered care in providing services to children with 
special health care needs and acknowledges the influence of families in 
children's development. Family-centered care involves meeting family 
concerns, building on family strengths, respecting family diversity and cultural 
backgrounds, sharing information, promoting partnerships and collaboration, 
and encouraging social support (Case-Smith, 1993; Humphry & Case-Sm ith , 
1996; King, King, Rosenbaum & Goffin, 1999; Lawlor & Mattingly, 1998). 
Moreover, providing family-centered services requires practitioners to 
understand what the behaviors, events, persons, and institutions mean to 
those who participate in them (Cohn & Cermak, 1998; Llewellyn, 1994). 
Therefore, the study was designed to understand what their children's 
participation in OT using Sl approaches meant to parents. 
Methods 
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I interviewed 16 parents (14 families consisting of 12 mothers and two 
husband-and-wife couples) of children who received OT using an Sl frame of 
reference at a private clinic in the northeastern United States. Participants were 
parents of children, ages six through ten, who have a documented diagnosis of 
some type of Sl dysfunction, as measured by the Sensory Integration and 
Praxis Tests (SIPT) (Ayres, 1989). The children had all participated in at least 
32 one-hour therapy sessions and had stopped therapy one month to two 
years before the interview. Tables I and 2 present demographic information 
about the parents and their children. The sample of parents is homogeneous, 
as all the parents are Caucasian and in the moderate to affluent socio-
economic range. 
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· For the children whose parents participated in the interviews, therapy 
typically involved a one-hour session one time per week. A minimum of 32 
one-hour therapy sessions (approximately eight months) was the criterion 
selected to anticipate some type of change. This criterion is based on a review 
of 9 S I efficacy studies with children with learning disabilities (Ayres, 1972; 
Ayres, 1978; Carte, Morrison, Sublett, Uemura & Setrakian, 1984; Densem , 
Nuthall, Bushnell & Horn, 1989; Humphries, Wright, McDougall & Vertes, 1990; 
Humphries, Wright, Snider & McDougall , 1992; Law, Polatajko, Schaffer, Miller 
& Macnab, 1991; White, 1979; Wilson & Kaplan, 1994). Twenty-four hours of 
intervention was the modal number of therapy sessions in the reviewed 
studies. Therefore, it is proposed that the children in the study reported here 
received enough therapy to anticipate some type of change. 
A sample size of 16 was deemed adequate based on two criteria. First, 
McCracken (1988) recommends that exploratory studies use at least eight 
participants to obtain an adequate amount and range of information. Second, 
the sample size is consistent with or even slightly larger than that of studies 
recently conducted in the OT field (Anderson, 1993; Case-Smith, 1997; Case-
Smith & Nastro, 1993; Hinojosa, 1990; Hinojosa & Anderson, 1991 ; Rudman, 
Cook & Polatajko, 1997). Recruitment was stopped after the 16th participant 
because I had reached a saturation point at which findings from newly 
collected and analyzed data became redundant (Strauss & Corbin, 1998). 
Parents of children with a primary diagnosis of autism, pervasive 
developmental disorder, or Fragile X were not included in the study. Parents 
of children with these particular diagnoses may have more extreme concerns 
about the social-emotional and behavioral manifestation of their children's 
diagnosis than parents of children without the above diagnoses. The sample 
criteria are based on the assumption that they represent a relatively 
homogeneous subgroup of children who receive OT in private practice 
settings using a Sl framework. Generalizability beyond this group is not 
possible. 
Based on chart review, 42 children met the inclusion criteria. Twenty-
two names of parents to be invited as potential participants were randomly 
selected from the total group. A letter explaining the study purpose and 
procedures and offering parents the opportunity to remove their name from 
the potential participant list was sent to the selected families. Three families 
requested to have their names removed from the potential participant list and 
eight families reported being "too busy" to participate in an interview. 
Potential participants (those who did not request to be removed from the list) 
were called to clarify the purpose and procedures of the study and to 
determine interest in participating in the study. 
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One- to two-hour semi-structured interviews were conducted in each 
family's home. Questions were adapted to respond to the discussion in the 
context of each interview. Parents were asked to describe a typical day with 
their child, what about their child led them to seek OT, and what they had hoped 
to gain from therapy. They were asked whether they saw changes in their child 
and, if so, to describe an incident that illustrated the change, whether changes 
they had hoped for hadn't occurred, and how they came to a decision to stop 
therapy. Following each interview, I wrote reflective memos to record my 
immediate reactions to the interview. Each interview was audiotaped, 
transcribed, and checked by thorough review and comparison between the 
transcript and the original audiotape. In addition, I reviewed each child's clinical 
chart to document reasons for referral and therapy goals. Throughout the 
research process, I wrote periodic analytical memos (Miles & Huberman, 
1994) to record my evolving thoughts related to the research question and 
process. When the waiting room phenomenon became apparent, I spent time 
observing the waiting room. 
Data Analysis 
Hasselkus (1997) reminds us that as researchers, we are "positioned in 
relation to that which we are researching" and our particular position becomes 
the lens through which we make interpretations (p. 81 ). Examining this lens is 
a starting point for all research and enables us to use our reflections 
productively for insight and analysis. In the spirit of reflexivity, I acknowledge the 
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influences of my own background as both a parent of school-aged children and 
an occupational therapist who has provided OT using a Sl approach. As a 
parent, I know firsthand the experiences of striving to nurture a child's growth 
and sense of competence. I share Llewellyn's (1994) view that parenting is an 
intensely personal yet commonly shared experience. Sharing my parenting 
experiences, both joys and dilemmas, with other parents provides a powerful 
source of support and personal validation for the challenges inherent in the 
occupation of parenting. As an occupational therapist, I try to provide therapy 
that ultimately makes a meaningful difference for children in the contexts in 
which they live, learn, and play. I do carry an underlying assumption that OTis 
effective and can contribute to changes in children and the entire family system. 
However, I also believe and have documented elsewhere (Cohn & Cermak, 
1998) that we have not empirically examined which outcomes of OT are 
important to parents who bring their children for intervention. 
Using grounded theory procedures recommended by Strauss and 
Corbin (1998), I reviewed the transcripts to name and categorize parents' 
perceptions of valued outcomes. The category of the waiting room immediately 
emerged after the first interview. Once other parents began to talk about their 
waiting room experience, all the instances of waiting room talk were compared 
and contrasted to detect similarities and differences across all the transcripts . 
The QSR NUD*IST 4 (Non-numerical Unstructured Data-Indexing Searching & 
Theorizing, 1997) qualitative data analysis software was used to manage and 
explore the data. To strengthen credibility and insure that participants' 
perspectives were accurately represented, I prepared written summaries of 
each interview and sent the summaries to participants for review. I then 
contacted each participant by phone to discuss the interview summaries and, 
based on participants' feedback, made modifications to the summaries as 
needed. Finally, I analyzed the summaries along with the interview data. To 
honor confidentiality, pseudonyms are used throughout this paper. 
Findings and Interpretations 
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For this particular group of parents, the waiting room was an important 
component of their experience of bringing their children to OT. Webster's Third 
International Dictionary (1976) defines "waiting" as staying in place in 
expectation of, deferring, holding back in expectation, delaying hope, or 
delaying hope of a favorable change. Waiting is at the crossroads of the 
present and the future and certainty and uncertainty (Gasparini, 1995). These 
definitions of "waiting" capture the essence of what parents were doing while 
their children received OT. Parents brought their children to OT because they 
hoped for some change, and they held those hopes in abeyance while they sat 
with other parents. They waited in suspense, week after week, hoping for some 
change to unfold. The result was unknown, the future uncertain. Deb, the 
mother of a first-grade boy, described how she would sit in the waiting room 
each week and talk with other parents about her hopes: 
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I was hoping that there would be hope for him. That he could learn to 
live with his condition ... We wanted him to be normal. We wanted him not 
to hurt himself or others. 
Another mother, Lynn, said: 
I felt like he [her son] was getting older and I wanted him to be out in the 
world doing things that other kids do. There were a lot of us sitting there 
saying that. 
The children of the parents interviewed in this study all have invisible 
conditions. That is, their Sl dysfunction is not readily visible to the untrained eye. 
Yet each parent's presence in the waiting room made his or her child's 
condition and need for intervention obvious to the other parents. Visits to the OT 
clinic each week, in addition to being an assertion of hope, activated feelings of 
liminality described by Murphy (1987; Murphy, Scheer, Murphy & Mack, 1988) as 
a state of waiting. A distinguished anthropologist who developed quadriplegia 
from the effects of a spinal tumor, Murphy views disability as a form of liminality. 
In Murphy's view, liminality is closely related to sociologist Victor Turner's idea 
of rites of passage (1969), in which the purpose of the rituals is to involve the 
community in the transformation of an individual from one position in society to 
another. This transformation typically occurs in three phases: isolation or 
separation, ritual emergence or transition, and reincorporation into society. 
During the transition from isolation to emergence, the person is thought to be 
in a liminal state, a social limbo in which he or she is left "waiting". Turner 
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(1964) titled one of his essays "Betwixt and Between", which aptly describes 
the suspended position of someone seeking a change or transformation . By 
virtue of being in the waiting room, parents move from a position of parenting a 
child with an invisible condition to the threshold of waiting for some type of 
transformation. 
Bell (1992) claims that ritual activities are set aside from the flow of 
other daily activities and that the distinction between rituals and day-to-day 
routines is based on, in part, the beliefs of the social group. I argue here, 
based on what parents told me, that the waiting experience in and of itself 
provided parents with a weekly ritual in which parents shared their experiences. 
This weekly waiting room ritual helps parents to transform their experience of 
parenting their children with Sl dysfunction. Two major characteristics of ritual 
are predictability and sharing of experience. In fact, Durkheim (1915/1965) 
proposed that rituals provide a means for a group to affirm itself through 
shared experience. Unlike waiting rooms where there are different people 
waiting at each vis it, the waiting room experience described here had 
predictability. The parents repeatedly saw the same parents each week which 
provided predictability and the opportunity to share common concerns and 
feelings. 
Murphy observed that people in a liminal state often leave their 
differences aside and view others in the same position in an egalitarian 
manner. This non-hierarchical social posit ion invites the potential for linking 
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with other parents and sharing revelations in a frank manner. In this study, the 
waiting room was found to have become a contained setting that facilitated 
interaction, and the experience for parents was transformed from something 
other than just "waiting". In the context of the waiting room , parents found 
affiliation and a refuge from the world of others who could not understand their 
parenting experience. One mother talked about a parent she met in the waiting 
room : 
She had similar concerns. It was very nice to have someone to talk to. I 
think any parent dealing with Sf therapy must experience doubts [about 
their parenting]. The mothers that I talked to in the waiting room certainly 
did. 
Karen, the mother whose interview opens this paper, told me that over 
several weeks, parents gradually shifted from reading to talking to each other. 
Typical waiting room behavior usually involves reading or staring straight 
ahead. The chairs may be arranged in rows that minimize eye contact and the 
potential for interaction (Holmes-Garrett, 1990; Rodgers, 1990). The waiting 
room I observed was more like a family room than a waiting area. Comfortable 
couches facing a set of movable chairs sat in a sunny welcoming room with 
toys placed in an area behind the couches for children to play. Perhaps the 
furniture and its arrangement, coupled with the repetition of this particular 
waiting room experience, invited parents to let go of the usual waiting room 
rituals of reading and avoiding interactions with others waiting. The social 
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rules typical of most waiting rooms were rewritten. Rather than being a place 
where busy parents avoided each other, the waiting room was transformed into 
a support network. The parents shared a desire to understand their children, 
obtain information about their children's condition and available resources, and 
receive support, hope, and affiliation. For example, one mother, Marie, said: 
I heard about a tutor through someone in the waiting room ... The waiting 
room was really fun .. .Because you are in a vacuum, you are worried 
about things. I had a doctor who I had a really bad experience with ... I 
found out another mother was going to him. He was the pits. So you 
weren't alone and everybody else has concerns. Everybody there had 
questions. 
Marie and the other mothers described an important interpersonal, 
socially interactive, and supportive feature of the waiting room experience. The 
perceived benefits derived from these spontaneous social supports are 
consistent with the benefits of social support described by other researchers. 
Caplan ( 197 4) examined naturally occurring social supports and concluded 
that there is a mutual and reciprocal quality in the interactions with people who 
help each other. The mutuality is emphasized by the fact that the support is 
voluntary and spontaneous. Both the giver and receiver of support are equally, 
though differently benefited by the contact. Often people prefer to receive help 
from those who personally experienced the predicament as the help appears 
more authentic. 
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In a comprehensive examination of parent support groups, Hauser-
Cram, Warfield and Krauss (1997) identify two functions of parent support 
groups. One function is to act as a form of intervention for parents who have 
unusual parenting challenges; another is to help parents be advocates for their 
children. Both functions serve to assist parents in their parenting occupation. 
The link between social support and well-being is well documented for parents 
of children with disabilities. Support, both informal and formal, has been found 
to enhance well-being and family functioning by acting as a buffer to stress 
(Dunst & Trivette, 1990; King , King, Rosenbaum & Goffin, 1999; Wallander, 
Varni, Babani, DeHaan, Wilcox & Banis, 1989). In related research, Quittner, 
Glueckauf and Jackson (1990) suggest that social support mediates the 
relationship between parenting stress and outcomes. In both the "buffer'' 
model of social support and the "mediator" model, social support is viewed as 
having a positive impact on family functioning. Furthermore, parent-to-parent 
programs (Llewellyn, Griffin & Sacco, 1992; Santelli , Turnbull, Lerner, & 
Marquis, 1993) provide parents with the valuable opportunity to give as well as 
receive assistance, which has been found to enhance self-efficacy and self-
esteem (Kagan & Shelley, 1987; Zigler & Weiss, 1985). Based on their 
research , many of these authors recommend that centers provide practical 
assistance for information and networking opportunities through mechanisms 
such as parent newsletters or parent support groups. 
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In listening to the words of the parents described in this study, another 
waiting room phenomenon became apparent. In addition to the outward 
interactions resulting in social support, a quiet, internalized experience 
simultaneously occurred, resulting from comparing one child with another. In 
1954, Leon Festinger, a renowned social psychologist, identified the process 
of social comparison in which people use others both for determining how well 
they have done and for learning what they should do. In Festinger's view, 
peoples' attitudes and beliefs are based on particular reference points. Thus 
one way in which we attempt to understand human experience or form beliefs 
is through social comparison. Other people serve as a reference to help us 
determine how we are supposed to behave and to determine how good we are 
at a particular type of behavior. By design, the children of the parents 
interviewed in this study all had more subtle forms of Sl dysfunction than many 
of the other children receiving OT at this particular clinic. The social comparison 
process offered the subgroup of parents I interviewed a unique perspective that 
influenced their understanding of their children. Deb described her observation 
this way: 
It was a really good thing for me to see the children that were treated at 
the clinic. It made me appreciate, help me remember how lucky we were 
not to have a really stressful [son]. Some of these children, my heart 
goes out to their parents ... It was very therapeutic for me to see the other 
kids. Not all of them, but most of them at our time were in much worse 
shape than my son. 
53 
Many of the parents interviewed shared similar observations. Being 
better off than others in a similar situation, as described above, has been 
identified by social psychologists as a downward comparison. For example, 
studies have shown that stress from health problems induces a desire to 
compare one's health with that of others (Mollerman, Pruyn & van Knippenberg , 
1986; Taylor, Buunk & Aspinwall, 1990) and that downward social comparisons 
contribute to well-being and positive feelings (Hakmiller, 1966; VanderZee & 
Buunk, 1995; Wills, 1981 ). Numerous parents echoed these findings as they 
spoke about observing parents with children who had more significant 
problems than their children. This observation and downward social 
comparison process helped parents reframe perceptions of their children and 
helped them accept their situation. For example, the mother of a five-year-old 
boy said: 
I always felt like he was borderline whether he needed to be there 
because I would talk to other people there or see other children come in 
and they clearly needed some kind of help. They had bigger issues. So I 
thought, 'Well, my situation isn 't so bad. There's nothing really wrong 
with my son. He just needs help getting himself more cohesive'. 
Another mother, Johanna, framed her waiting room experience in terms of 
sympathy. She explained: 
I think I got a lot of sympathy for people whose kids who were in much 
worse condition than my son. Just spending time in the waiting room 
was an amazing, eye-opening, and heart-wrenching experience ... 1 
began to see my situation as a piece of cake compared to other people. 
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Later in the interview, as Johanna reflected on changes that may have occurred 
from bringing her son to OT, she said: 
You know, I think I am less hard on my son. I gave up on the homework 
[being perfect]. Who cares? It doesn 't matter as long as an effort was 
made. It doesn 't have to be perfect. 
The social comparisons that occurred in the waiting room led many of 
the parents to reframe their assessment of their children or situation. Niehues, 
Bundy, Mattingly & Lawlor (1991) and Case-Smith (1997) identified "reframing", 
a process of coming to see a person or situation in a new way because one 
has changed the framework or lens through which one views the situation. 
These researchers claim that reframing is a valuable service provided by OTs 
working in schools. Case-Smith (1997) noted that by educating teachers about 
the potential relationship between sensory processing and behavior, OTs 
enabled teachers to view student behaviors in a more positive way and gave 
them a basis for developing effective strategies for teaching children. In the 
study presented here, therapists' efforts to educate parents about sensory 
processing may have helped parents reframe their expectations of their 
children. Perhaps unknown to the therapists, the comparisons parents made 
in the waiting room had a powerful influence on the parents' construction of 
their own children's behavior as well. Comparing their children's behavior to 
others less fortunate enabled this group of parents to see their children's 
strengths. 
Summary 
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These parents took their children to therapy with the expectation that 
somehow OT would help their children's future. It was surprising to find that the 
actual experience of sitting in the waiting room may have contributed to the 
process of change. Crossing the threshold into the waiting room moved 
parents from the isolation of parenting children with invisible conditions to the 
lim ina I state of waiting or readiness for change. Through their interactions with 
one another, sharing stories, experiences, parenting challenges, and 
resources , these parents gave and received naturally occurring support for 
parenting children with Sl dysfunction. Wnile family-centered care encourages 
social support, this study shows us that support may not come only from the 
professionals. In addition to the natural support parents provided one another, 
the parents were reassured by comparing their children with more severely 
involved children receiving OT. This comparison seemed to play an important 
role in parents reframing their expectations of their children and of themselves 
as parents. 
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Implications for Practice and Research 
At the theoretical level, this research suggests the importance of 
expanding the definition of OT beyond direct intervention with children to include 
parents as well. The findings raise our awareness that ritual interactions are 
complex and may have deeper meaning and consequences than we fully 
appreciate. As therapists and researchers we need to pay attention to the 
entire context surrounding the intervention process, not just the explicit 
therapeutic encounter. Lawlor and Mattingly (1998) suggest that a redefinition 
of practice include recognition of how encounters with family members are 
influenced by the cultural world of practice. 
In this study, the parents interviewed reported a downward social 
comparison and a positive reframing of their children's behavior. Vv'hat about 
the parents whose children have more significant conditions? How do these 
parents perceive their waiting room experience? By seeking more 
understanding of how all parents make sense of the entire therapy experience, 
their occupation of parenting, and their expectations of th.eir children, therapists 
may be better prepared to co-construct meaningful interventions for families 
and children. 
Findings from this research raise questions about what constitutes 
family-centered care. For example, even though parents are routinely invited to 
observe therapy, some might ask whether the parents should be active 
participants in the therapy process and be in the therapy room collaborating 
with the therapist and child rather than sitting in the waiting room . VI/hat does it 
mean to provide family centered-care in an outpatient clinic? As we have seen 
in this sample, the social support available in the waiting room might be a 
powerful aspect of family-centered care. If the experience of these parents has 
implications for others, then attending to the broader practice environment can 
be seen as part of a family-centered approach. We need to understand how 
parents are making sense of the entire therapy experience, not just 
interventions focused on children in isolation of their caretakers. 
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In this study the waiting room experience emerged as a meaningful and 
symbolic feature of the entire therapy. Although OTs have viewed occupation 
and adaptation as an interactive process between person and environments 
(Barris, 1986; Barris, Kielhofner, Levine & Neville, 1985; Frank, 1996, Spencer, 
1998) we have not explored how a physical setting, such as a waiting room , 
might shape naturally occurring activity and social interaction with the symbolic 
meanings attached to places. Rowles (1991 ), representing the field of 
geography, invited OTs to consider the existential meaning of environments to 
their clients. 
Hoffman and Futterman (1971) note that most professionals aim to 
eliminate waiting room time, especially for busy parents. The insights from this 
research suggest that occupational therapists should aim to create in their 
waiting rooms a mil ieu to foster sharing, so parents can talk to one another. 
Practitioners in other fields have recommended that waiting rooms provide 
comfortable seating conducive to interaction, private space that is not shared 
with other professional practices, parenting information and education 
resources, a lending library, and beverages such as water, tea, or coffee 
(Harman, 1997; Koepke, 1993). Providing an inviting environment in which 
parents can share with each other may be an important component of family-
centered care. 
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Koroloff and Friesen (1991) note that members of self-help groups are 
likely to be white, middle income, and well educated, as were the parents in the 
sample described here, and Hauser-Cram and her colleagues (1991) report 
that parent support groups were not universally appealing to all families . These 
findings serve as reminders that the parents in this study represent a very 
small homogeneous group of parents of children who are likely to seek OT 
services. VVhile the naturally occurring support groups were perceived as a 
positive benefit of their children's therapy, we must be careful to avoid 
assuming such a support group will be appealing to all our consumers or 
appropriate to all settings. Is it possible that the similarity of the families 
receiving OT at this particular clinic made sharing in the waiting room easier? 
Further investigation with a more diverse group of parents may help determine 
whether these findings have implications for other parents. Moreover, further 
investigation is necessary to test whether the perception of support exchanged 
in the waiting room and reframing are at all related to outcomes of perceived 
well-being and sustainability of family life. 
Another possible implication of the research reported here is that the 
process of change resulting from OT using an Sl approach occurs, to some 
degree, with the parents. By reframing their children's behavior and receiving 
support, parents reconstruct their image of their children and themselves in 
their parenting occupation and change their beliefs about their children. Some 
researchers suggest that parental beliefs may directly affect children 
(Goodnow, 1988, Murphey, 1992). Research efforts need to further explicate 
whether parental beliefs are indeed connected to behaviors and child and 
family outcomes. If a connection can be established, then optimal 
mechanisms for facilitating "reframing" should be explored. 
Finally, this research illustrates the importance of family-centered care. 
As we strive to provide meaningful intervention with children and their families, 
we must attend to the broader context of the therapy experience and carefully 
listen to how families are interpreting their experiences with intervention. 
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Table 1 
Demographics of Children 
Gender Age Total Clinical descriptors 
therapy therapy 
be9an sessions 
M 5.5 45 General difficulty with sensory 
integration and sensory modulation, 
coordination problems, tactile 
defensiveness, motor planning 
problems, easily over-aroused. 
M 4.1 93 Sensory processing and motor 
planning difficulties with secondary 
difficulties in fine motor and perceptual 
skills . 
M 6.9 43 Sensory processing difficulties, 
specifically discriminating 
proprioceptive and vestibular input. 
F 7.10 60 Sensory processing delays, decreased 
modulation and discrimination of 
proprioceptive and vestibular 
information. Delays in gross motor 
coordination, balance and fine motor 
skills . 
M 9 41 Subtle sensory modulation difficulties, 
decreased postural strength 
M 5 108 Sensory modulation and discrimination 
difficulties, motor planning difficulties 
F 5.11 65 Difficulty organizing discrimination of 
tactile, proprioceptive and vestibular 
input which impacts coordination. Low 
muscle tone and decreased overall 
strength. 
7 1 
M 5.1 190 Sensory processing and motor 
planning difficulties. Fine and gross 
motor delays. 
M 5.7 58 Sensory modulation and motor 
planning difficulties. Low muscle tone 
and strength. 
F 8.1 54 Sensory processing and motor 
planning difficulties. Gross and fine 
motor delays. 
M 6.7 70 Significant difficulties processing 
auditory, visual, tactile and movement 
information, decreased postural 
stability and difficulties with motor 
planning . 
M 4.1 94 Subtle difficulties modulating and 
discriminating tactile and movement 
information, delays in postural stability 
and hand skill development, difficulty 
planning motor actions. 
F 7.2 64 Sensory processing difficulties 
M 5.8 65 Sensory processing and motor 
planning difficulties, gross and fine 
motor dela~s. 
Demographics of Parents (N=16) 
Education Level 
Race 
High School 
Bachelor's Degree 
Master's Degree 
Caucasian 
Living Environment 
Table 2 
6% 
44% 
50% 
100% 
Suburban, single family house 72% 
Suburban, town house 7% 
Urban, single family house 14% 
Urban, 3 family house 7% 
Total Household Income 
$60,000-100,000 
above $100,000 
35% 
65% 
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Abstract 
Objective: This qualitative study explored parents' points of view regarding their 
children's participation in occupational therapy using a sensory integration 
approach. 
Method: Data were collected through parent interviews and were analyzed 
. using grounded theory methods. 
Findings: The parents' perceptions of the benefits of therapy for their children 
were categorized into three interrelated constructs: abilities, activities, and 
reconstruction of self-worth. For themselves, parents valued understanding 
their children's behavior in new ways which facilitated a shift in expectations for 
themselves and their children, having their parenting experience validated, and 
being able to support and advocate for their children. 
Discussion: Implications for family-centered intervention and future research 
are proposed. 
Parent Perspectives of Occupational Therapy Using a Sensory Integration 
Approach 
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Sensory integration approaches are the most widely researched 
intervention within pediatric occupational therapy (OT) (Miller & Kinnealey, 
1993). In 1972, Ayres reported that OT using sensory integration (SI) 
approaches, when coupled with special education, was a promising method 
for improving academic scores of learning disabled children. Since that time 
various authors have investigated Ayres' claim. Ottenbacher's (1982) meta-
analysis of eight studies concluded that empirical support exists for OT using 
Sl approaches, whereas subsequent reviewers have claimed that the evidence 
in support of Sl approaches was inconclusive (Arendt, Mac Lean, & 
Baumeister, 1988; Dames, 1994; Polatajko, Kaplan, & Wilson, 1992; Schaffer, 
1984; Vargas & Camill i, 1999; Wilson & Kaplan, 1994). Although much of this 
research indicates that Sl approaches are effective in increasing children's 
motor, sensory processing, and/or academic skills, no definitive conclusions 
can be drawn regarding efficacy. Most recently, Vargas and Camilli 's (1999) 
meta-analysis concluded that larger effect sizes were found in pyscho-
educational and motor categories and that Sl treatment methods were as 
effective as various alternative treatment methods. 
Many studies regarding the efficacy of sensory integration procedures 
contradict each other and have methodological limitations. Examples of these 
limitations are 1) small sample sizes, 2) poorly standardized, unreliable or 
invalid outcome measures, 3) outcomes designed to describe performance 
rather than to assess change, 4) poorly detailed and thus non-replicable 
interventions, and 5) reports of aggregate results for groups without 
appropriate control groups. A major limitation, continued reliance on 
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measures of performance components for outcome assessment such as 
perceptual, motor, sensory and cognitive scales, has narrowed the focus of the 
research. To broaden our understanding of outcomes, researchers have 
identified the need to understand the outcomes of OT from the child and family 
perspective (Bundy, 1991 ; Cohn & Cermak, 1998; Parham and Mailloux , 1996; 
Roley & Wilbarger, 1994 ). 
In an era when health care reforms mandate that the consumer be 
included as an active participant in developing the intervention (Christiansen, 
1996}, understanding the consumers' perspective is crucial (Brown & Bowen, 
1998; Simeonsson, Edmondson, Smith, Carnahan & Suey, 1995). Parents 
provide ardent testimonials that OT using Sl approaches improves the quality 
of their family life (Anderson & Emmons, 1995; Occupational Therapy 
Associates, 1995). These testimonials suggest that parental satisfaction with 
therapy outcomes is an important domain for outcomes research. Although 
authors have described parents' points of view related to early intervention 
(Case-Smith & Nastro, 1993; Hinojosa, 1990; Hinojosa & Anderson; 1991 , 
Miller & Hanft, 1998; Washington & Schwartz, 1996), similar discussions of 
parents' perspectives on OT using Sl approaches with older children are just 
emerging. 
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One researcher to date has investigated parents' perspectives on 
outcomes of OT using Sl approaches. Using naturalistic program evaluation 
methods (Lincoln and Guba, 1985), Anderson (1993) explored parental 
perceptions of the impact of OT using Sl approaches on the daily living skills of 
children with autism. Parents reported that their children made gains in several 
areas: willingness to try new play activities, socialization with other children, and 
ability to express emotions and desires. Furthermore, the parents in 
Anderson's study reported an increase in their understanding of how sensory 
processing difficulties affect their children. Related research (Cohn, Miller & 
Tickle-Degnen, in press) documented parents' hopes for their children prior to 
their children's participation in OT using Sl approaches. The parents in Cohn, 
Miller and Tickle-Degnen's study spoke about two overarching directions for 
therapy. One focus for change was their children. Three themes pertinent to the 
occupation of children, social participation , self-regulation, and perceived 
competence, were identified. Parents also included themselves as both agents 
and recipients of potential change. Two themes related to the occupation of 
parenting emerged: the desire to learn strategies to support their children and 
personal validation of the parenting experience. Ultimately, parents hoped to be 
able to sustain their family life. 
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The study reported here builds on Anderson's (1993) and Cohn, Miller 
and Tickle-Degnen's (in press) foundation by systematically describing 
parents' perceptions of OT using Sl approaches for their school-aged children. 
The study addresses the question: According to parents, has OT using Sl 
approaches had an effect on their school-aged children and their families? If 
so, how? Understanding parents' perceptions of outcomes may help 
therapists to design interventions that are congruent with parents' values and 
support our attempts to deliver authentic, family-centered care (Lawlor & 
Mattingly, 1998). In addition, a framework for exploring measures that 
operationalize these crucial variables for research into effectiveness of OT can 
be developed. 
Methods 
A qualitative research design using both an intrinsic and instrumental 
multi-case study approach was used for both exploratory and descriptive 
purposes. Stake (1994) proposed that intrinsic case studies are conducted 
when the researcher wants a better understanding of a particular case. In 
instrumental case studies, a particular case is examined to provide insight into 
an issue or refinement of a theory. The study reported here is both intrinsic and 
instrumental in that the broader goal is to understand each particular family's 
perspective and ultimately to refine how we assess the efficacy of OT using Sl 
approaches . 
I interviewed 16 parents (14 families consisting of 12 mothers and two 
husband-and-wife couples) of children who received OT using a Sl frame of 
reference at a private clinic in a northeast United States suburban community. 
Participants were parents of children, ages four through ten, who have a 
documented diagnosis of some type of Sl dysfunction, as measured by the 
Sensory Integration and Praxis Tests (SIPT) (Ayres, 1989), who participated in 
at least 32 one-hour therapy sessions, and who stopped therapy at least one 
month to two years prior to the interview. Tables I and 2 present demographic 
information about the parents and their children. The sample of parents is 
homogeneous, as all the parents are Caucasian and in the moderate to 
affluent socio-economic range. 
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For the children whose parents participated in the interviews, therapy 
typically involved a one-hour session one time per week. A minimum of 32 
one-hour therapy sessions (approximately eight months) was the criterion 
selected to anticipate some type of change. This criterion is based on a review 
of 9 Sl efficacy studies with children with learning disabilities (Ayres, 1972; 
Ayres, 1978; Carte, Morrison, Sublett, Uemura & Setrakian, 1984; Densem, 
Nuthall, Bushnell & Horn, 1989; Humphries, Wright, McDougall & Vertes, 1990; 
Humphries, Wright, Snider & McDougall, 1992; Law, Polatajko, Schaffer, Miller 
& Macnab, 1991; White, 1979; Wilson & Kaplan, 1994). Twenty-four hours of 
intervention was the modal number of therapy sessions in the reviewed 
studies. Therefore, it is proposed that the children in the study reported here 
received enough therapy to anticipate some type of change. 
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A sample size of 16 was deemed adequate based on two criteria . First, 
McCracken (1988) recommends that exploratory studies use at least eight 
participants to obtain an adequate amount and range of information. Second, 
the sample size is consistent with or even slightly larger than that of studies 
recently conducted in the OT field (Anderson, 1993; Case-Smith, 1997; Case-
Smith & Nastro, 1993; Hinojosa, 1990; Hinojosa & Anderson, 1991; Rudman, 
Cook & Polatajko, 1997). Recruitment was stopped after the 16th participant 
because I had reached a saturation point at which findings from newly 
collected and analyzed data became redundant (Strauss & Corbin, 1998). 
Parents of children with a primary diagnosis of autism, pervasive 
developmental disorder, or Fragile X were not included in the study. Parents 
of children with these particular diagnoses may have more extreme concerns 
about the social-emotional and behavioral manifestation of their children's 
diagnosis than parents of children without the above diagnoses. The sample 
criteria are based on the assumption that they represent a relatively 
homogeneous subgroup of children who receive OT in private practice 
settings using a Sl framework. Generalizability beyond this group is not 
possible . 
Based on a chart review, 42 children met the inclusion criteria, and 22 
names of parents to be invited as potential participants were randomly 
selected from the total group. A letter explaining the study purpose and 
procedures and offering parents the opportunity to remove their name from 
the potential participant list was sent to the selected families. Three families 
requested to have their names removed from the potential participant list and 
eight families reported being "too busy" to participate in an interview. 
Potential participants (those who did not request to be removed from the list) 
were called to clarify the purpose and procedures of the study and to 
determine interest in participating in the study. 
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One-to two-hour semi-structured interviews were conducted in each 
family's home. Questions were adapted to respond to the discussion in the 
context of each interview. Parents were asked to describe: a typical day with 
their child, what about their child led them to seek OT, and what they had 
hoped to gain from therapy. They were asked whether they saw changes in 
their child and, if so, to describe an incident that illustrated the change; 
whether the changes they had hoped for hadn't occurred; and how they came 
to a decision to stop therapy. Following each interview, I ~rote reflective 
memos to record my immediate reactions to the interview. Each interview was 
audiotaped, transcribed, and checked by thorough review and comparison 
between the transcript and the original audiotape. In addition, I reviewed each 
child's clinical chart to document reasons for referral and therapy goals. 
Throughout the research process, I wrote periodic analytical memos (Miles & 
Huberman, 1994) to record my evolving thoughts related to the research 
question and process. 
Data Analysis 
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Hasselkus (1997) reminds us that as researchers , we are "positioned in 
relation to that which we are researching", and our particular position shapes 
the way we make interpretations (p. 81 ). Examining our views is a starting 
point for all research and enables us to use our reflections productively for 
insight and analysis. In the spirit of reflexivity, I acknowledge the influences of 
my own background as both a parent of school-aged children and an 
occupational therapist who has provided OT using Sl approach. As a parent, 
know firsthand the experiences of striving to parent children to nurture their 
growth and sense of competence. My parenting experience has taught me that 
sustaining the family system is a complex endeavor in which I must continually 
strive to understand my children's behavior in relation to the challenges in their 
worlds. As an occupational therapist, I try to provide therapy that ultimately 
makes a meaningful difference for children in the contexts in which they live, 
learn, and play. I do carry an underlying assumption that OTis effective and 
can contribute to changes in children and the entire family system . However, I 
also believe and have documented elsewhere (Cohn & Cermak, 1998) that we 
have not empirically examined which outcomes of OT are important to parents 
who bring their children for intervention. Further, my interpretations are 
informed by a recent analysis of parental hopes for therapy outcomes (Cohn, 
Miller & Tickle-Degnen, in press). 
Using grounded theory procedures recommended by Strauss and 
Corbin (1998), I reviewed the transcripts to name and categorize changes 
described by parents. The experience of change is not always a 
straightforward formulation, and not all parents interviewed had positive or 
definitive perceptions of the benefits of OT using Sl approaches. Even though 
some parents questioned the value of intervention, they all reported that their 
children thoroughly enjoyed OT, were always eager to attend, and that the 
therapy was a very positive experience for their children. The transcripts were 
divided into two classifications: positive and questionable perceptions of 
intervention. A new set of questions emerged from this distinction. For the 
parents who attributed positive outcomes toOT, what were the benefits they 
valued? V\lhat was missing for the parents who did not perceive definitive 
benefits? These questions were explored in the interpretative process. The 
specific themes in each category were compared and contrasted to detect 
similarities and differences across all the transcripts. The QSR NUD*IST 4 
(Non-numerical Unstructured Data-Indexing Searching & Theorizing, 1997) 
qualitative data analysis software was used to manage and explore the data. 
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To strengthen credibility and ensure that participants' perspectives were 
accurately represented, I prepared written summaries of each interview and 
sent the summaries to participants for review. I then contacted each participant 
by phone to discuss the interview summaries and, based on participants' 
feedback, made modifications to the summaries as needed. I analyzed the 
summaries along with the interview data. Further, I rigorously examined the 
data to search for discrepancies that might be inconsistent with emerging 
concepts. Finally, the transcripts were analyzed by a group of eight 
occupational therapists, each with over five years of experience providing OT 
using Sl approaches. The therapists named portions of the texts identified as 
"benefits of therapy" . To honor confidentiality, pseudonyms are used 
throughout this paper. 
Findings and Interpretation 
Before examining parents' perceptions of the outcomes of OT using Sl 
approaches, we need to understand the reasons why parents seek the 
services of occupational therapists. A review of parents' responses to the 
question, "At what point did you decide to seek therapy for your child?", 
revealed a common concern related to their children's ability to participate in 
the social contexts in which they live, learn, and play. All the parents 
interviewed worried that their children were not "fitting in" or "keeping up" with 
their peers. Donna, the mother of a now seven-year-old boy, described her 
son's rejection from kindergarten. 
I applied for him to attend kindergarten at the private school where my 
other son was attending. It is pretty common for them to just accept 
siblings and they didn 't. 
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Bonnie worried about her daughter's behavior on the school playground. 
Her daughter would be pacing the playground by herself rather than playing 
with other children. During parent-teacher conferences, Bonnie's main 
concern was always about friendships. Bonnie explained that other parents 
were concerned about academics but she was focused on her daughter's 
social world . 
Another mother, Janet, worried that her son "was just so incredibly far 
behind his classmates. He was so taken up with the basic tasks that he 
couldn't get on to doing anything fun." During pre-school, Jenny's mother 
noticed that her daughter was "1 0 steps behind everyone else" in her dance 
class. She observed that Jenny couldn't process what the dance teacher was 
saying. The following year in kindergarten Jenny's teacher reported that Jenny 
was "just not getting it". Jenny seemed too scared to move around her 
environment. 
A few mothers worried that their children's aggression and social 
problems interfered with social participation. Darcy sought the services of OT 
because she had a big "teddy bear" kind of kid who was hurting other children. 
She was concerned about his relationships with peers. 
He didn't know his own force. He would go to give a person a hug and 
he would just about strangle them because he couldn 't feel [his own 
strength]. He didn't mean to hurt his friend because he is not that kind of 
kid. He was hurting people without realizing because it wasn't hurting 
him. He didn 't feel that he had connected with somebody. He was 
acting in a way that was unacceptable. 
Darcy reflected on the impact of her son's condition. She recalled, "I was a 
wreck. I couldn't believe we had a bully as a child. It wasn't what I saw as my 
vision for my child. " 
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These stories echo the words of parents who brought their children for 
OT using Sl approaches reported by Cohn, Miller and Tickle-Degnen (in press). 
The parents in the Cohn, Miller and Tickle-Degnen study hoped their children 
would develop behavior and skills needed to "fit-in", belong or be included in 
school, home, and in the community. Such hopes and reasons for bringing 
children to OT have been defined by Coster (1998) as social participation: 
"active engagement in the typical activities available to and/or expected of peers 
in the same context" (p. 341 ). Given that the parents in this study brought their 
children toOT because they were concerned about their children's social 
participation, it is not surprising that the most valued and significant changes 
reported by these parents were changes that opened children and parents to 
the possibility that their children could succeed in the social world in which they 
live, learn, and play. 
Another similarity to Cohn, Miller and Tickle-Degnen's parental hopes 
research is that the parents in this study also reported changes which can be 
categorized as child-focused and parent-focused. Although these categories 
were identified in previous research, the distinctions between child-focused 
and parent-focused benefits emerged in all of the parent interviews in th is 
study as well . 
Child-focused outcomes 
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Within the overarching category of child-focused outcomes, the parents' 
perceptions of the benefits or outcomes of therapy can be categorized into 
three interrelated constructs: abilities, activities, and reconstruction of self-
worth. The constructs are ordered according to their objectivity. That is, 
improvements in abil ities are directly observable while reconstruction of self-
worth is more subjective. Conversely, the parents interviewed reported that 
they valued improvements in their children's self-worth more than they valued 
improved abilities. The parents viewed their children's improvements in 
abilities and engagement in activities as contributing to their child 's 
reconstruction of self-worth. Thus, the term "social participation" , as defined by 
Coster (1998), captures the integration of all three child-focused outcomes 
valued by parents (see Figure 1 ). 
Abilities: Parents spoke about objective and observable changes in 
their children's abil ities. Abilities have been defined by Trombly (1995) as 
"skills that one has developed through practice and that underlie many different 
activities (p. 962)." Trombly provides the example of eye-hand coordination as 
an ability that "emanates from developed capacities that the person has gained 
through learning or maturation (p. 962)". These abil ities can be described and 
observed as things that occur within the body. Parents who perceived positive 
benefits of OT were able to describe concrete, directly observable changes. 
Ira's mother was able to see that his "fine motor skills" came a long way and 
Wilma's mother noticed that her daughter's "balance and coordination" 
improved. She said: 
Her balance is better. Her coordination is better. She does more gross 
motor things. Her inner coordination is better. 
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Janet pointed out that her son's condition was not very extreme and that 
it was hard to know whether therapy helped but she was clear that he "definitely 
got much stronger, his physical self is much more together." 
While Randy's mother also questioned whether OT made her son's or 
her life easier, she was able to objectively observe that her son's "upper body 
strength got stronger'' . Further she noted a change in her son's "body and 
spatial awareness" . When Randy was little he was unable to climb through a 
tunnel because he couldn't figure out where he was in relation to the tunnel. 
His mother reported that by the end of therapy, Randy "knew where he was in 
the world". 
Although the parents interviewed did not identify deficits in the children's 
abilities as a reason for seeking OT, abilities were observable outcomes that 
parents could easily identify. Even the parents who questioned the value of OT 
were able to identify improved abilities. One father, who questioned the value 
of therapy, clearly stated that therapy helped his daughter's "motor functions but 
the correlation [with other areas of performance] was not an obvious one". 
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Activities: A majority of parents (79%) reported that their children used 
their newfound abi lities to enhance participation in activities. The term activity 
used here is based on the World Health Organization's ICIDH-2 (1998) 
definition which defines activity in the broadest sense to capture everything that 
a person does, at any level of complexity from simple activities to complex skills 
and behaviors. The parents descriptions of various activities can be further 
categorized into organized activities, play, and personal care. 
Organized activities are defined as "uses of time that are purposive, 
ongoing, structured, and more or less voluntarily chosen (although parental 
and peer pressures may influence the process of making choices)" (Medrich, 
Roizen, Rubin, & Buckley, 1982, p.158). Many of the organized activities 
mentioned by parents were either sports-related or lessons. Examples include 
Darcy, who was proud that her son was now accomplished in soccer and loves 
basketball. She bel ieves these are activities he never could have done before 
therapy. Allison's mother hypothesized that there might be a link between her 
daughter's abilities and her participation in an organized activity. She said: 
She really enjoyed OT. It might have helped her with her coordination. 
She wasn't a very coordinated person, but she does ballet now ... and 
she loves [the classes]. 
Jenny's mother also hypothesized that OT contributed to her daughter's 
emerging ability to participate in organized activities such as gymnastics or 
swimming lessons. 
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Amazingly, she was able to take gymnastics from second through fourth 
grade ... she's so determined with gymnastics. She worked on it and she 
could finally do a handstand ... And she was able to swim in the deep end 
... She used to jump in and come right back out. 
Parents also reported changes in their children's ability to participate in 
personal care activities. Personal care "refers to those activities that are 
essential to taking care of one's body, such as eating, dressing, grooming, 
bathing, and management of oral and toilet hygiene" (Primeau and Ferguson, 
1999, p. 485). Rebecca reflected that her son David is now able to be 
independent in dressing himself. She recalled that in the days before he 
received OT, dressing himself was a challenge. Diane told a similar story 
about her daughter Jenny. 
[Before therapy], it took a long time for her to be able to dress herself and 
get all that stuff organized in the morning. She's been able to do that for 
two years now. 
Play, which some authors argue is the primary occupation of children (Bundy, 
1993, Parham & Primeau, 1997; Primeau & Ferguson, 1999), was another 
activity in which parents reported changes in their children's performance. 
Donna reflected on her son's advances after therapy: 
After that first year [of therapy] we went away for the summer and he just 
did a lot of running and things that kids do in the summer and I just 
thought he had made enormous progress. 
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Diane told a story about her daughter Jenny's sheer delight once she was able 
to master activities. 
She was finally able to participate on the playground. She was able to 
do the monkey bars for the first time. She was just so happy. .. The first 
time she could ride a bike ... was so meaningful for her because she 
was probably a year behind the other kids. 
Reconstruction of self-worth: A third child-focused outcome, 
reconstruction of the child's self-worth, was highly valued by 87% of the parents 
interviewed. Based on Harter's (1983) work, Mayberry (1990) defines self-worth 
as a general evaluation of the way we feel about the self-concept domains that 
are important to us, including competencies that we recognize in ourselves and 
perceived social acceptance by people who are important to us. Bonnie was 
most pleased about her daughter's changed feelings about herself. 
I could see she was happier. Psychologically, there was a dramatic 
change over time ... The therapist was tremendous with helping her 
accept herself .. . She felt better about herself and she felt it was helping. 
Noting changes in her son, Donna reported : 
He would just be so invigorated and a new person. That is what I 
remember about OT. I would bring one child and would come home 
with a different child. The experience of having all that physical input 
made him happy. .. I would see it right after a session. 
The parents also perceived that OT enabled their children to take more risks. 
Linda attributed her daughter's willingness to try new things to therapy. 
She has learned how to take more risks. When she was first there, 
when she came upon something that was hard for her, she just stepped 
back. She has gotten better at taking risks. 
92 
Linda talked about changes in her daughter Wilma's sense of self as providing 
a foundation for the future. Linda suggested that Wilma is going to have to 
work hard and that Wilma now knows about making mistakes and persevering. 
Accordingly to Linda, OT taught Wilma "how to learn" and provided her with the 
internal experience that she could derive satisfaction in the things she 
attempted. Therapy became a catalyst for Wilma to imagine the things she 
might do in the future. 
Earlier research (Anderson, 1993; Ayres & Mailloux, 1983) reported 
similar findings. These two studies document that following OT using Sl 
approaches, parents of children with autism noted changes in their children's 
self-worth, illustrated by gains in initiation to seek challenges or take risks . 
Further, Schoemaker, Hijlkema, & Kalverboer (1994), although using physical 
therapy principles, documented that therapy may have a potent impact on a 
child's self-worth and willingness to engage in motor activities. These 
potential changes in self-worth can be interpreted using White's (1959) 
effectance motivation model. White claimed that children will work toward 
mastery if they believe their attempts will be successful. Building on White's 
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notion, Harter (1978) proposed that children's perceived competence was 
related to their previous attempts at mastery within a particular context or 
domain, and this affected children's motivation to participate in activities in that 
domain. Enhanced willingness to engage in activity is consistent with Ayres 
premise that sensory integration may "enable further purposeful activity" (Ayres 
& Mailloux, 1983). 
Parent-focused outcomes 
The parent-focused outcomes are inextricably linked to the children's 
constructions of self-worth. Perhaps the most robust finding is that parents 
reported numerous benefits from understanding their children's behaviors 
from a sensory processing perspective. In defining the consultative role of OT, 
Bundy (1991) proposes ·that "reframing", a process of enabling others to 
understand the client's behavior in a new way or from a different perspective, 
can help consultees understand the client, develop effective strategies for 
interacting with the client, and provide parents with a basis for more satisfying 
parenting experiences. The parents interviewed in this study suggested that 
such "reframing" facilitated a shift in expectations for themselves and their 
children, validated their parenting experience, and enabled them to support and 
advocate for their children. Together these byproducts of reframing ultimately 
opened parents to the possibility that they could be successful parents and 
their children could become successful participants in their worlds. As parents 
understood their children's behavior from a sensory processing perspective, 
they became more accepting of their children. This acceptance, parents 
believed, led to improved sense of self-worth in their children (see Figure 1 ). 
Bonnie's perspective vividly illustrates this perceived connection. 
It [OT] helped us accept her needs and it helped her accept her own 
needs. From that perspective, I think it calmed us all down. It made us 
less frantic about trying to fit into this mold of a child that doesn 't exist. 
And it made us all more accepting of her behaviors ... It helped us try to 
work with her needs and not just our needs for her ... I began to 
understand her needs. That was important, psychologically she was 
getting hurt because she was thinking she was a bad person. 
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Shift understanding of and expectations for child and self: All of the 
parents interviewed had a desire for their children to become greater social 
participants in their worlds; some parents also imagined that OT might cure 
their child's problem. Rebecca was hoping therapy would fix her child's 
problem , and Darcy was hoping therapy would make her son "normal". Olivia 
actually used the word "cure", and later in her interview made an analogy to ear 
infections. She reflected that she had initially hoped for a cure but learned that 
her son's Sl problems were not as clear-cut as an ear infection and that there 
was no "medicine" to make the condition go away. Rather than viewing their 
children's condition as something that "needed fixing" , the majority of parents 
interviewed described how their expectations for their children and themselves 
as parents shifted. 
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Diane found that her knowledge of her daughter's sensory processing 
enabled her to be more supportive of her daughter. 
If she is goofing off with a kazoo, I know it is helping her. {In the past], I 
might have said "Stop if'. The self-calming techniques that kids naturally 
do, I understand them better. 
Olivia told a story quite typical of many children with tactile sensitivity: 
One thing that's driving me crazy is when he puts his socks and shoes 
on and then feels a wrinkle or something, he takes his shoes off again. 
For him, this is a big problem. It's just driving him crazy. I got to 
understand that a little better. I take into account that he is not doing it on 
purpose and that I should be more patient. 
Ira's mother claims she learned to be aware of the kind of person her son is 
and be more aware of his issues. At first she thought his behaviors were just 
"typical boy" behaviors but now she feels she is more sensitive to his needs 
and tries to structure the day to meet his needs. She said: 
It [OT] taught me to be more aware of him as a person who is different 
than what you might expect. And it's kind of helped me focus on what 
he does. 
Validation of parenting experience: Cohn, Miller and Tickle-Degnen (in 
press) documented that parents seek validation of the challenges inherent in 
parenting children with Sl problems. Numerous parents interviewed in this 
study concurred that new understandings of their children helped validate 
earlier experiences. Donna was relieved to understand her son's early 
experiences in a different perspective. 
It kind of clarified his whole nursery school experience, why it was 
unpleasant for him.. . When I read his [OT] report I thought, that's why 
nursery school was so tough for him. 
Randy shared similar sentiments. She said: 
The kid was born super sensitive to sound and it was very helpful when 
the tests were done. Not just to affirm that I wasn 't insane but in trying to 
understand some of the things that were difficult for him. 
These two examples are reflective of the sentiments described by many other 
parents as well. 
Support and advocate for child: Parents used their new understanding 
of how their children process sensory information to advocate and 
communicate with school personnel. 
It [my understanding of son's sensory processing} gave me a chance to 
sit down at the beginning of the school year and say, this child does 
have particular concerns. 
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Olivia was particularly pleased that the therapists who worked with her son 
gave her "very useful hints on everyday little problems". She recalled a time 
when her son was in a holiday play at school. He could not tolerate a 
headpiece he was supposed to wear and the therapist gave her good ideas on 
how to change the costume. Another parent learned to advocate with teachers 
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to allow her child to hold objects in her hand during circle-time and told another 
teacher her daughter had trouble sitting on the floor during circle-time. The 
teacher eliminated sitting on the floor altogether so her daughter would "fit in" 
with the rest of the class. 
Implications for Practice 
The findings from this study suggest that the parents who attributed 
positive outcomes to OT perceived changes and made connections among 
their children's' abilities, activities, and sense of self-worth. Twenty-one percent 
of the parents described changes in their children's abilities but questioned 
whether the changes had an impact on other aspects of their children's 
broader social world . These parents did not describe interrelationships among 
the constructs. The insights gained from the study described here highlight the 
importance of striving to understand parents' expectations for and perceptions 
of therapy. Parents' perceptions may serve as a powerful indicator of whether 
or not therapy has had an impact on important aspects of the child's life. 
Rather than searching for a cure for their children's condition, the 
parents interviewed in this study shifted their expectations. After their children 
participated In OT, many parents now envision a future for their children that 
includes ongoing acceptance, accommodation, and advocacy. The parents 
valued this "reframing" or reconstruction of expectations for their children and 
themselves as parents (see Figure 1 ). Similar findings have been reported in 
the early intervention literature. Parents of younger children who received OT 
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also valued the support, information, and strategies learned to enhance their 
parenting (Case-Smith & Nastro, 1993; Hinojosa, 1990; Washington & 
Schwartz, 1996). All of these studies remind us to consider the broader context 
in which children live and to design interventions which move beyond "fixing 
the person" (Brown & Bowen, 1998, p. 56). One way to develop goals and 
interventions that are congruent with parents' concerns and move beyond direct 
intervention is to ask parents and children questions which relate to the social 
world in which they live, work and play. Children's everyday life should be the 
beginning point of our evaluation process. 
Moreover, supplementing the use of standardized scales, which 
predetermine and potentially constrict the constructs we measure, with tools 
which allow children and parents to identify important life goals and rate their 
importance may assist us in providing therapy more congruent with our 
consumers' goals. The School Function Assessment (Coster, Deeney, 
Haltiwanger, & Haley, 1998), which measures social participation in the school 
setting, and The Kids Play Survey (Henry, in press), which describes 
participation in play activities are two newly developed tools which attend to 
participation from the consumer's perspective. 
The finding that reconstruction of self-worth was a valued outcome 
described by parents suggests that it is important for therapists to monitor how 
our young consumers of therapy perceive themselves across the various 
contexts of their everyday life . Children's experience of therapy and everyday life 
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is critical to our assessment of the value of therapy. Willoughby, King and 
Polatajko (1996) urge therapists to use psychometrically and conceptually 
sound measures to monitor the "domains of self-worth" most meaningful to 
children and families. The All About Me Scale (Missiuna, 1998}, which 
evaluates young children's perception of their self-efficacy in the performance 
of fine and gross motor activities, offers therapists a scale to begin to 
document one dimension of the construct of self-worth. The domains of 
scholastic competence, athletic competence, self-care competence, behavioral 
competence, and social competence are also important domains for OT's to 
consider when trying to understand a child's perceived self-worth . 
Implications for Research 
Given the paucity of data on consumers' perspectives on OT using Sl 
approaches, additional research in recommended. The parents hypothesized 
that their children's improved abilities contributed to enhanced participation in 
activities and reconstruction of self worth. Based on Coster's conceptualization 
(1998}, I have categorized these perceived outcomes as "social participation" . 
These hypothesized relationships are likely to be complex and require further 
elaboration and empirical validation. 
The parent focused outcomes also require further elaboration and 
empirical examination. Many questions related to the hypothetical 
interrelationships among the child-focused and parent-focused outcomes 
remain. Of particular concern, is whether changes in parents' understanding 
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and expectations, validation of the parenting experience, and parent's support 
and advocacy for their children, relate to parents' sense of themselves as 
successful parents. Do parenting changes, in turn, relate to social participation 
for their children? While there is emerging evidence documenting the 
relationship of parents' beliefs and children's achievement (Goodnow, 1988; 
Murphey, 1992), research efforts are needed to explicate all of the proposed 
connections. Further, we have yet to determine whether the outcomes 
proposed in this study are present in the broader population of consumers of 
OT using S I approaches. 
The participants in the present study were from white middle and upper 
SES families, thus the perspectives of other populations remain unknown. 
Moreover, the school setting is central to children lives and the perspectives of 
teachers were not included in this study. Finally, and perhaps most important, 
the voices of the children themselves were not heard. Therefore, one of the 
many challenges facing future researchers is to listen to the voices of other 
people in the world of children and the children themselves. Ultimately, we 
need a new understanding of therapy which emphasizes the relationship 
between therapy and the everyday lives of children and families. 
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Table 1 
Demographics of Children 
Gender Age Total Clinical descriptors 
therapy therapy 
be9an sess ions 
M 5.5 45 General difficulty with sensory 
integration and sensory modulation, 
coordination problems, tactile 
defensiveness, motor planning 
problems, easily over-aroused. 
M 4.1 93 Sensory processing and motor 
planning difficulties with secondary 
difficulties in fine motor and perceptual 
skills . 
M 6.9 43 Sensory processing difficulties, 
specifically discriminating 
proprioceptive and vestibular input. 
F 7.10 60 Sensory processing delays, decreased 
modulation and discrimination of 
proprioceptive and vestibular 
information. Delays in gross motor 
coordination, balance and fine motor 
skills. 
M 9 41 Subtle sensory modulation difficulties, 
decreased postural strength 
M 5 108 Sensory modulation and discrimination 
difficulties, motor planning difficulties 
F 5.11 65 Difficulty organizing discrimination of 
tactile, proprioceptive and vestibular 
input which impacts coordination. Low 
muscle tone and decreased overall 
strength. 
1 1 1 
M 5.1 190 Sensory processing and motor 
planning difficulties. Fine and gross 
motor delays. 
M 5.7 58 Sensory modulation and motor 
planning difficulties. Low muscle tone 
and strength. 
F 8.1 54 Sensory processing and motor 
planning difficulties. Gross and fine 
motor delays. 
M 6.7 70 Significant difficulties processing 
auditory, visual, tactile and movement 
information, decreased postural 
stability and difficulties with motor 
planning. 
M 4.1 94 Subtle difficulties modulating and 
discriminating tactile and movement 
information, delays in postural stability 
and hand skill development, difficulty 
planning motor actions. 
F 7.2 64 Sensory processing difficulties 
M 5.8 65 Sensory processing and motor 
planning difficulties, gross and fine 
motor dela~s . 
Demographics of Parents (N=16) 
Education Level 
Race 
High School 
Bachelor's Degree 
Master's Degree 
Caucasian 
Living Environment 
Table 2 
6% 
44% 
50% 
100% 
Suburban, single family house 72% 
Suburban, town house 7% 
Urban, single family house 14% 
Urban, 3 family house 7% 
Total Household Income 
$60,000-100,000 
above $100,000 
35% 
65% 
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Figure 1: Parents' Perspectives of Therapy Outcomes 
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Appendix A 
Interview guide 
Guidelines for interviews: will be adapted to content and flow of each interview 
(to be conducted in family's home) 
1. Please describe a typical day with (child's name). 
2. This next question has to do with you, your (spouse/partner, etc.), 
and (child's name). "What kinds of activities do you do 
as a family?" or "Please tell me about the everyday routines in your 
family." 
3. What about (child's name) led you to seek OT? or At what point did you 
decide to seek therapy for (child's name)? 
4. What was (child's name) like before therapy? 
5. When (child's name) began therapy, what were you hopes or 
expectation for therapy? 
Did they change during the course of therapy? 
6. What changes, if any, have you observed since (child's name) began 
therapy? or If change occurred, what did it look like? 
If necessary: 
Could you tell me about an incident that illustrates the change at 
its clearest? Can you tell me about a specific time when you noticed 
change? 
7. What has (child's name) participation in this therapy taught you? 
8. What things had you hoped for from this therapy that haven't 
happened? 
9. Please describe how you came to the decision to have (child's 
name) stop participating in therapy? 
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1 1 5 
Appendix B 
Parent Information Form 
This form requests background information about your family. 
Please be as specific as possible in your responses. If an 
item does not apply to your situation, please write NA in the 
space provided. Any information that is obtained in 
connection with the research study remain confidential and 
will not be revealed to anyone in such a manner that you or 
your child will be identifiable. Thank you for participating 
in this project. 
Name: 
Address: ________________________________________________________ _ 
Phone: 
Family members : 
Mother (name) : Age: 
Ethnicity: Religion: 
Educational level (please list highest degree) : 
Vocation : 
Father (name): Age: 
Ethnicity: Religion: 
Educational level (please list highest degree) : 
Vocation: 
Siblings (please list names and ages): 
If other people live in your horne, please include and state 
relationship to your family (e.g., nanny or grandparent): 
Living environment (check all that apply): 
urban suburban rural 
condo single family horne 
apt. building town house 
Other (please describe) : 
Total household income (including all sources): 
up to $15, 000 
$30,000- $45,000 
$60,000 - $100,000 
$15,000- $30,000 
$45,000 - $60,000 
above $100,000 
Martial status (Please list number of years): 
Married: Separated: Divorced: 
Delineation of parenting responsibilities. For 
example, who is responsible for meals, getting the 
children off to school, communicating with teachers, 
etc. (please describe): 
Who brought child to therapy? 
If someone observed therapy, who did so? 
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How many times (approximately)? 
Resources related to Sensory Integration (please check 
if you participated in any of the following: 
Read books about sensory integration (if so, which ones?) 
Attended lectures or presentations (if so, who and where) 
Participate in support group (if so, please describe ) 
Use chat groups on internet (if so, please describe ) 
Child who participated in therapy: 
Name: Age: 
Diagnosis (if applicable): 
Who refereed you to OTA? 
Educational placement: 
Other therapies (if applicable). Please include total time 
spent in other therapies (present and past): 
1 1 7 
1 1 8 
Current after school activities: 
Appendix C 
Chart Review 
Name of child: 
Age (at time therapy began ) : 
Reason for referral: 
Date of termination: 
Number of completed therapy sessions at OTA: 
Documented therapy goals: 
Other therapy approaches used in addition to sensory 
integration approaches within occupational therapy (if 
applicable) : 
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a-t-A Watertown 
Occupational Therapy Associates. Watertown, P.C. 
Appendix D 
h•• 1:-. Ph.D. C1TM.. FAUTA. Eualnc Dir«ror 
S-1 SzJ;IMl, M~ 07M . CliNaJJ Dirw:10r 
Participant Recruitment Letter 
Address 
Date 
Dear ................................... ~ 
I am writing to you today because your child is an alumni of Occupational Therapy 
Associates- Watertown. You may be aware that one of the missions of OTA is to 
conduct and support research related to sensory integration. As Research Director, I 
would like to invite you to participate in a follow-up study related to your perspectives on 
your child's therapy at OTA. 
Ellen S. Cohn, a doctoral student at Boston University -Sargent College of Health and 
Rehabilitation Sciences is conducting her doctoral research on parents' perspectives of 
occupational therapy using sensory integration approaches. We are excited to have the 
opportunity to have her contribute to our research program. Ellen would like to interview 
parents of school-aged children who received therapy at OTA within the last two years. 
I would like to have your pennission to allow Ellen to call you regarding your potential 
participation in her research. We at OT A highly value the perspectives of parents and 
believe Ellen's research wiD help contribute to our understanding of what is important to 
parents when they seek our services. 
Please feel free to contact me at (617) 923-4410 if you have any questions regarding 
this research. If, for any reason, you would prefer not to be contacted by Ellen, please 
call or write to me by July 20, 1998. If I do not hear from you by that date, I will assume 
that I have permission to give Ellen you name and phone number. She will then contact 
you by phone to further explain the research project 
We are always eager to hear from our graduates and hope you are having a good 
summer. 
Sincerely, 
~ £ 7?J~-~ p1?:;/ u~c 
Teresa A. May-Benson. MS. OTRIL 
Research Director 
124 Watenown StreeL Wa~ettown. MA 021n 
Phone: 617-923-4410 Fax: 617-923..()468 
; 
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Boston University 
Sargent College of Health 
and Rehabili tation Science• 
635 Commonwealth Avenue 
Boston. Massachusem 02215 
Oepanment of Occupauonal Therap)' 
617/353·2727 
Fax: 617/353·7500 Appendix E 
Consent for participation in sensory integration research 
project 
Title of Research Study: Parental Perceptions of the 
Effects of Occupational Therapy Using Sensory Integration 
Approaches for Their School-Aged Children and Families 
Investigator : EllenS. Cohn, Ed.M., OTR/L, FAOTA 
Doctoral student, Boston University, 
Sargent College of Health and 
Rehabilitation 
Department of Occupational Therapy 
781-674-2246 
Purpose: You are invited to part1c1pate in a research 
study exploring the influence of occupational therapy , 
using a sensory integrative approach on your child and 
family . I hope to learn how parents of children with 
sensory integration problems think occupational therapy 
has influenced their child and family life. You were 
invited as a possible participant in this research study 
because you have a child who received therapy at 
Occupational Therapy Associates - Watertown, P.C. for at 
least 32 sessions and has terminated therapy at least 1 
month to 2 years ago. 
Procedures: If you decide to part1c1pate, I, Ellen s. 
Cohn, will audio-tape an interview with you in your home 
at a convenient time for you. The interview will take 
about 1 hour to complete . I will ask you to tell me 
about your child and your experience related to your 
child's participation in occupational therapy at 
Occupational Therapy Associates - Watertown , P.C. 
Several weeks after the interview, I will send a written 
summary of the interview to you and ask about its 
accuracy . Additionally, I will ask you to complete a 
Parent Information Form and a Release of Information 
Consent Form so I can review your child's records at 
Occupational Therapy Associates - Watertown, P. C. to 
learn about the reason for referral and goals for 
therapy . 
Benefits: There is no direct benefit or risk to you 
from participation in this research study . All results 
of the research study will be available to you upon 
request . 
[ CRC-IRB A.pprov~l: : />-/~- ~~ . 
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! :_;;.. . ~. ·- ~..~.-~h: .;r' ~ .. ·· 1 Cnad:.. ~ .. ~•• .:..Mtn.,;~..:~ Boston University 
tliU;iOI\iol h•IIUU"i t:ICiiofQ 
Sargent College of Health 
and Rehab1lnauon Sc1ences 
635 Commonwealth Avenue 
Boston. Massachusetts 02215 
Vahd tor use t•om 
,.. I h' to l !t•tJH 
Department of Occupauonal Therapy 
617/353-2727 
IRS Approval zlz• /., r "3 ' 
Fax: 617/353-7500 
Confidentiality: Information from the research study 
will be included in the researcher's dissertation in 
partial fulfillment of the doctoral degree in therapeutic 
studies at Boston University , Sargent College, Dept. of 
Occupational Therapy. Information acquired from the 
research study may also be published in a journal 
article. However. any information that is obtained in 
connection with the research study and that can be 
identified with either the child or his/her parent will 
remain confidential. The information that you discuss in 
the interview will not be revealed to anyone in such a 
manner that you or your child will be identifiable. 
including the therapists at Occupational Therapy 
Associates - Watertown. P.C. The audio-tapes will be 
reviewed by a transcriber and the researcher . The audio-
tapes will be kept in secure storage at Boston 
University, Sargent College. All identifying information 
will be removed from the transcripts. You do have the 
right to have the audiotapes destroyed. 
Coercion and withdrawal stat-ent: Your decision 
whether or not to participate is entirely voluntary and 
will not in any way involve penalty to yourself or your 
child or affect your child's future therapy at 
Occupational Therapy Associates - Watertown, P.C . If you 
decide to participate, you are free to withdraw your 
consent and to discontinue participation at any time. You 
will be given a copy of this fora. 
-. 
Request for more information: If you have any questions 
about the research project, please contact Ellen Cohn at 781/674-
2246 and, if you have questions about your rights as a human 
subject, contact David Berndt of the Boston University Charles 
River Campus Institutional Review Board at 617/353-4365. 
Agreement: I acknowledge that I have reviewed and fully 
understood the contents of this consent form and my 
signature indicates that I have decided to participate. 
Signature of participant Date 
I certify that I have reviewed the contents of this form 
with the person above, who, in my opinion, understood the 
explanation. 
Signature of person obtaining consent Date 
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./4•• K-. P~D- CfT'RII. FA.<YTA. - Euauiw Dirn:1or 
s-., S:.l:JMl. M.S_ 07711L • CliNclli Dir<clor 
Release of Informatioa Consent Form 
To Whom It May Concern: 
I, -------------' give Occupational Therapy Associates-Watertown, P.C. permission 
to release reports and/or to discuss pertinent information by telephone concerning my child, 
--------------'to I with 
Name Name 
Address Address 
Phone I'll one 
Parent Signature Date 
I give pennission to 
---------------------------------at (Name) 
------------------------------'to send 
(Address) 
any reports and/or to discuss by telephone information conceming my child, ------------
to/with Occupational Therapy Associates-Watertown, P.C. 
Parent Signature 
Hospital# (if needed) 
124 Wat.cnown Street. Watenown. MA 02172 
Phone: 617-923-4410 Fax: 617-923-0468 
Date 
~Ta­
Ts -
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Appendix G 
Sample member check letter 
EllenS. Cohn, Ed.M., OTRIL, FAOTA 
32 Moon Hill Rd. 
Lexington, MA 02421 
781-67 4-2246 
January 11 , 1999 
Dear (Participant's name), 
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Quite some time has passed since I interviewed you in October regarding your 
perceptions of (child's name) experience with sensory integration therapy. The 
interview was transcribed and, as promised, I have written a summary of the 
interview which I have enclosed for your review. I would like to clarify that I have 
not imposed my own perspective on the interview and misinterpreted what you 
shared with me. This phase of the research process is know as a "member 
check" . I will plan to call you in a couple of days to discuss the summary. 
You have already been very generous with your time by participating in the 
interview and I am most appreciative of your willingness to help with my 
dissertation research. If you need to contact me, I can be reached at 781-674-
2246. 
Best wishes for the new year. 
Sincerely, 
Ellen S. Cohn 
Selected sections of transcribed interview text for Journal Article I 
HOPES 
Interview with Harry's mother 
L: Yeah. And then the last question I have, really, is urn I want to talk for a 
minute what your hopes or your expectations for therapy are. What kinds of 
changes you hope to see as a result. 
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M: Urn , I guess finding out, ah an appropriate way to channel the hyperactivity. 
don't expect for it to go away, because I think it's so high right now, and it's just 
part of Harry. But some way to be able to have him know how to channel that, 
so that it can get down to a level that's acceptable, for instance, in school. That 
would be really nice. Urn (p) Some overflow into being able to being able to 
feel how he is feeling as far as ah uh mood and whether he's feeling jittery, and 
what to do about that, where he might urn more likely be flying off the handle. If 
he could kind of get a grasp on that, verbally or somehow emotionally, so that 
he can (p) either tell me, tell the teacher, get some help somehow, or either be 
able to do it himself urn . 
And to be able to urn lessen that impulsivity the impulse control is really 
a biggy. And if he could become a little less impulsive or at least again ask for 
help when he feels when he's feeling more impulsive that day. So impulsivity, 
some some appropriate activity for the hyperactivity. And be able to understand 
when he's feeling-1 guess the other thing is too because the other thing, too, 
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the appropriate social-- I don't know if that could be done within the therapy 
range, but (p) the touching and all. Being able to respect other people's space. 
Interview with Monique's parents 
L: Umm, here's the last question. We want to talk about what your 
expectations are for occupational therapy, what your hopes are. What, what 
outcomes you might reasonably expect. 
0: Umm, I don't really have many expectations. The way I'm viewing this is 
that if there is something physical, some physical link or something that you 
can help Monique with, then I would want to do everything we could to help her 
to see if it works. But, umm undoubtedly this might be one component or one 
part of something. I would not expect Monique to come back a changed child 
and frankly, I kind of hope she's not. You know, I know she won't be. So I don't, 
I don't have any great expectations. Umm. But when I talked to Tracy, and she 
said you know Rob, kind of sad. You had to tell her to close her eyes and walk 
across the room , and she has trouble, her balance and her leg. 
M: And then she's so coordinated. It's really a (p) 
0: So I guess if I have any expectations, if there's something you all could do to 
solve some even little problems like that, well , I think that would be a great 
success . 
L: How about you? 
M: That's sort of the way I feel. I feel like (p). I've talked with Tracy, too. At this 
point in Monique's life, when she's just about to turn nine, and she's going to be 
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entering fairly quickly a time that a woman's (p) in a young woman's life that's 
one of the most difficult. And I can say that across the board for about every girl 
or woman I know in their life. And I feel like as she enters that phase of her life, 
the more we can understand about her, the more she can help herself the 
better. And if this does nothing to change, we haven't lost anything. But if it 
gives her even some element of additional self-confidence or some additional 
tools to work with on her own when she's not around us, she can say, you 
know, I'm going to help myself here. And I feel good about myself. And I know I 
can handle this. Those are the kinds of things I think that would really be great. 
Because she is, she is such a tremendous child. And I know we're parents, of 
course, I say that. But she really is. She's got so many great things going for 
her, that I don't want this to make her just not like herself and feel like 
something's wrong with me, because now I'm doing these things I don't like 
that I do. But if she could figure out a way that she could eventually work 
through those and not have it happen so often, that would be great. 
Interview with Adam's parents 
L: We can't fix everything but, what are sort of, what would you say your 
hopes are mean there is only 16 weeks and we have to kind of be ... 
M I would like to be able to take him to the grocery store with me without 
him high jumping off my shoulder to get to somewhere or to go talk to 
somebody. 
L: Right. 
D: I think I would like to take him somewhere, as soon as he gets there, 
he is running, running, running, running. I was thinking, well today when we 
went to the other building he ran into somebody's office. 
L: It is hard. 
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D: It is a good thing there .. . 
M .. . Adam did it here too .. . 
L: Yeah, he did. He ran away. 
M He just runs and Dr. D said I should name tags on the back of his shirt 
in case he runs away. He gets away from you like that. 
L: You want something that is permanent so you don't have to always do 
that, but to have his name and phone number. That is a good idea. But an 
even better idea would be to get rid of that behavior. 
D: Right. 
L: Is there anything else like that a major ... 
M Ummm, I think if we just are able to learn some techniques to 
help him calm .. . 
D: ... to calm down, calm down, we are going to see Cynthia, like yesterday 
he was bouncing off the walls and somehow she got him calmed down. He ... 
L: ... calming techniques .. . 
Interview with Joanna's mother 
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L: This is a lot of information. I want to think about this carefully. V\lhat are 
your expectations or hopes for therapy? V\lhat kinds of changes are you hoping 
to see through occupational therapy? 
M Just for her to be a little more organization. And be a little more 
consistent in her behavior I guess. Ah, so it would be nice to be able to get up 
and know that you can count on her, I mean you can get real used to it. It is like 
well it is just Joanna. But then there are days when you think, I just can't take it 
any more. It is not normal. She isn't normal. And I guess, and a lot of people 
like my sister-in-law, I think she stayed over there when Sue had the baby, and 
she kind of realized it. She well I don't think she is so bad. It is not that, it is just 
that she is constantly busy and if I see they are exactly the same age my niece 
and Joanna and if I, she went with us on an outing this weekend. We went to a 
friend's house and they had a big bonfire in the backyard and they had like all 
this acreage and kids could just run. And Sam went with them. She is my 
niece. She is the same age as Joanna, umm. V\lhen I watch the two of them 
there is a big difference, umm (p) in how they are. Sam has the ability to sit 
down and she can sit down and sit by the baby and be real quiet and just ask 
questions and look at the baby and touch the baby. Joanna is bouncing and 
jumping and Sue is afraid she is going to fall in because the baby, it is, I mean 
it is a whole totally different thing. And I guess that is what I am looking for. So 
that she can feel comfortable too. I don't think she feels comfortable and I don't 
think she has a very good, ah self image. 
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Interview with Kisha's mother 
L: ... well. let me, let's go back to what might change, you know this study 
is 16 weeks. 
M Umm, hmm. 
L: And we want to (p), all of the kids might change, our big concern in the 
study we want to try and look at whether or not what we are doing works. 
M Umm, hmm . 
L: So in order to look at that we have to sort of look at what is before and 
what is after. 
M Umm , hmm. 
L: Think about what kinds of things you would like to see. 
M I would like to see her be able to stop (P) and urn (p) realize the 
consequences of her behavior and change her behavior. Urn, there are, but 
some times she is totally out of control and she is not cognizant, she really isn't 
cognizant of what is going on, of what she is doing. She doesn't really 
understand why I am so upset. But she's has been yelling and screaming for 
two hours. 
L: Umm, hmm . 
M You know. She won't stop the behavior (P). She just keeps going on 
and on and on. And there is nothing I can do. I can't leave the room . I can't, you 
know there is nothing I can do to control that. What I would like is, I would like 
to be able to see her, (p) learn to control that. I think she has the skills and I 
know she wants to. 
L: Umm , hmmm. One of the things that we are going to do, urn in the 
study is report ing to, well we are going to ask you, I think I mentioned it on the 
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phone to do some videotaping ... 
M urn, hmm .. in a natural setting, away from the hospital. 
M Umm, hmm. 
L: Where do you think would be a good time that we could see before and 
after, some kind of change? 
M · Kisha has a hard time urn doing, well I don't understand this, maybe it 
is all kids, doing regular chores, brushing her teeth, taking a shower, doing that 
kind of stuff. And a lot of times, what she has homework, that she is supposed 
to every night, and sometimes she wants to do that, sometimes she, just, she 
can't do that and it is like, pulling teeth you know for her to do. And once she 
finally does it, she does it very fast. 
L: Umm, hmm. 
• 
L: It is not time consuming? 
M Yeah, it is not time consuming, she just doesn't want to do it. You know, 
I would like her to realize that Katie you know what, I hate to wash the dishes. I 
don't ever want to wash another dish for the rest of my life, but you know what, 
have to. 
L: Right. .. 
M ... that's my job, (P) you know and. So that is my responsibility as being 
a member of this household. 
L: This is a little different psychotherapy, counseling or any kind of therapy 
like that because we will be working with sensory and motor ... 
M ... well I think part of the problem is she gets frustrated because of the 
left right thing and because of other things going on and she then just sort of 
builds a wall around. 
L: And she goes down. 
M Yeah, and she just doesn't want and she's not going to do anything 
else. You know, I think if and so, I think if she had a little help in any one of 
those areas and it is not help that I can provide. 
L: No, that is true. 
M So urn as long as she has you know, I think once she masters 
something and she sees that she hasn't been able to do this before, but now 
when she does it she doesn't get headaches or, I don't know that she 
necessarily gets headaches, but she doesn't get so frustrated and M-A-D, you 
know, and just stomping her feet and stuff, 
L: Yeah. 
M and I think she' ll say whoa, (p) cause, you know I mean she picks up 
on things like that. So I think that once she learns that she can control one 
thing, (p) then I think she is going to go and say oh, maybe this can apply here. 
Oh, maybe this can apply here. You know, I try to tell her okay, Kisha do deep 
breathing, okay cleansing breath, (Mom takes deep breath) just to calm her 
down. Well , if she wants to ... 
L: .. . yeah ... 
M .. . you know, if she doesn't want to. 
L: V\lhat is school like for her? 
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M Interesting, ah she's very lucky this year, urn because she is in a gifted 
class. She's in a first and second grade class. Umm she's having problems 
socializing because you know a room full of gifted kids is a room full of very 
strong independent people. 
L: Umm, hmm . 
M Everybody wants to be the leader. I have been in that classroom long 
enough to know that, you know. Umm, she is at a disadvantage because she 
is the only girl who is a first grader. There are five girls and nine boys. Five 
girls and nine boys. Eight. There is only 13, there is now only 8 boys. So you 
know what happens when you get a classroom with more boys than girls. 
L: Umm, hmm. 
M: Boys are rowdier. 
L: Right. 
M: ... Kisha has a tendency to lean towards that. So she likes rowdy, urn 
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but she has enough things to do. There are things that she can't do (p) that 
she is starting (p) to try and spend some time on. Normally, her teacher and I 
have been talking , you know. I visit her classroom and she is starting to say oh, 
well maybe I will try that. Before she would just throw anything down. If she 
couldn't do it in two seconds, she didn't get it right away, she would just throw it 
away, she wouldn't, she didn't want to do that. 
L: Umm, hmm. 
M You know, so, urn but now she's she's is starting to, and she's seeing 
she's not the smartest person in the room. She's always walked through her 
life .. . 
L: ... right. .. 
M ... and has always been the smartest person in the room, except for me, 
and I always tell her that. I say Katie(P), you are always asking me questions 
and I said Kisha, I am the smartest person you know, and I am going to be the 
smartest person you know for a Y!Efi.. long time, so don't try and con me. Don't 
try, you know, and all this other stuff. So, urn but, she, you know, she has 
always been able to manipulate other people around her because she is so 
bright. She's she is kind of like a cat in that way. She brings out the one 
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person you know urn different things like that. But I think she sees other people 
around her. She's doing a lot better. But she is having problems urn with 
physicality. She gets ... 
L: ... okay so her problems are socializing .. . 
M .. . yeah ... 
L: .. . and in physical activity. 
M Like I said she is very enigmatic but it is very, that comes very easy to 
her. The part of the friendship where you have to be nice to other people and 
give, you know, you know she does the taking part real good. Has that down 
pat. It's the giving part, you know, that's urn, of an equal, that that she doesn't 
do very well. So, urn ... 
L: And we already talked about her daily .. . 
M ... she's has a tendency to be urn (P) physical. I mean she did things 
last year in school, like she spit at somebody last year. And I go, how can I tel l 
her not to spit, that would never occur to me that she would do that. 
L: Umm, hmm. Right. 
M And she pitched people ... 
L: ... umm .. . 
M ... you know and urn , and so needless to say, I got called in a lot. And 
she would push people and stuff like that. 
L: So academically she excels? 
M Yes. 
L: But behavior wise she is a little immature ... 
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M ... yeah ... 
L: ... maybe. 
M Well, well actually no. She is mature. She just doesn't want to ... 
L: ... maybe it is an impulse control kind of thing. 
M I think, yes I think it is anger that builds up from the frustration ... 
L: .. . the frustration ... 
Appendix I 
Selected sections of transcribed interview text for Journal Article II 
Participant AB 
INT: I do have a list of questions here but you've answered a lot 
of them. 
AB: I certainly must say, with sensory integration, I'm sure-- well, certainly at 
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OT A I saw kids with such a wide array of problems, from kids who were severely 
retarded to kids where you wouldn't know which one of the kids was the problem if 
they came in with the parent, although a lot of the kids were bouncing off the walls. 
Carl is not bouncing off the walls. He is the opposite of bouncing off the walls. He 
doesn't really display any hyperactivity, whatever the opposite of that is. He 
doesn't move around enough, but I think any parent that is dealing with sensory 
integration therapy must experience doubts but I think most mothers 
probably see some benefits from it. The mothers that I talked to there in the 
waiting room certainly did. 
Participant CD 
CD: And it certainly is a real level -- some of the children that are treated at 
OTA, it was really a good thing for me to see, to make me appreciate, help me 
remember how lucky we were not to have a really stressful. Some of those 
children -my heart goes out to their parents, I just couldn't to go on. But I can 
see they are used to it. You always do what's best for your child. It was very 
therapeutic for me to see the other kids. Not all of them, but most of them. 
Virtually all of them at our time, were in much worse shape than Jamie. 
1: How so? 
CD: They were Autistic or they - I mean he was a normal child in a 
sea of abnormal children. He was- you know. As I could see it and I actually 
ran into a friend of mine that had a child being treated there as well. I think we 
were so lucky. So, I don't really have any - they were, I think that - I think they 
were wonderful. 
1: Well that's what my research is about. I'm trying to understand 
what are the things that the parents valued from the treatment, what made a 
difference in your life? VVhat matters to you? 
CD: I changed my job. It changed me. We developed reasonable 
expectations and then we met them. 
1: And then you started therapy- this may be hard to remember but 
what were your hopes or your expectations for that therapy? 
CD: I was hoping that we would have this problem of his we could get, 
deal with. That there would be hope for him, that he could 
learn to deal with his condition, that was my big hope. And they 
said it would probably take up to two years to get the basics that 
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he would have to live with all his life but he would leam how to 
cope. That was their initial evaluation and projection. And I 
felt that they could- if that happened, that would be wonderful. 
It's pretty simple, we wanted him to be normal. We wanted him not 
to hurt himself or others. And we were grateful that they thought 
this could happen. We didn't know anything about this kind of 
disorder before. 
1: So, the first time you heard about it was --
Participant SR 
INT: So I have been meeting with a lot of parents whose children have been 
in therapy and are no longer in therapy. 
SR: So they can't be still going there. 
INT: Right. Right. 
SR: A friend of mine. 
INT: What? 
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SR: A friend of mine that I used to sit with every week (has gone), but she still 
goes there. 
INT: Oh, she still goes there? 
SR: Yes. 
INT: Yes. So--
INT: So, when you refer other people there, what do you tell them? 
SR: Well, they say, I have got to find the name of a good OT. It was 
recommended to me. I happen to think they are the best OT, for 
whatever OT is. OT is one of those weird things. PT is a lot 
more--
INT: People understand what it is, right? 
SR: They can figure it out better. It's the way you walk and hold your body. 
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think they work on upper body strength. Probably he got better upper body 
strength. It's still not great. His muscle tone; they worked on muscle tone. 
Probably it helped because I wouldn't have known what to do it they hadn't done 
it or if I hadn't been able to watch, and probably we have implemented things 
in his life that we don't even know we do. I mean, I am giving them the benefit 
of the doubt that they helped us in the way that I recognized, okay, Bob, here. 
Have a piece of gum, or play with this thing. Obviously, he needs to play with 
something. So probably I just learned and got an education. I mean, I bought 
the (Jean Ayres) book. I read it. I learned a lot from that, too. 
INT: So understanding him in a particular way. 
SR: I just, understanding how he is different and how things affect 
him maybe when you are in a big -- in a crowded space, and there 
is a lot going on, just the different stimulus that are going on around him and 
how that affects him. I guess maybe I would have learned it in another way if it 
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hadn't been for that, or maybe I wouldn't have. You know, so I think you do learn 
things, just -you always do, just by what you experience, and I sat there a lot 
and I looked at the books, and I looked at -- I talked to other people, and part of 
the experience is the waiting room experience. I came across a really great 
doctor that somebody told me about, somebody there, and I still see her. 
INT: So sharing resources with the other people. 
SR: Yes, and just sort of, how are you feeling? Oh, he had a terrible 
day at school. He did this and he did that. Oh, well, mine did this. You go 
through a lot of that kind of stuff, or have questions that you can't quite figure out 
why they are here but then, some fairly severe things that, (you have to) carry 
them in. So, you know, there's that part of it that I think is helpful, too. It's like, 
yes, this is bad, but it could be worse. Maybe we will get to-- there was a kid 
there, and I remember, talking to his therapist one day, are we going to ever get 
to be like that kid? I don't know why is here anymore. He is so terrific. So it was 
some of that, too. 
INT: Just the seeing hopeful things as well as the --
SR: Well , you sit there and you can read magazines, or you can talk to 
people. 
I NT: Were you there at the same time every week? 
SR: (We did, but, I used to plan- my friend Gail and I, and I haven't talked to 
her in really a long time. She would be an interesting person for you to talk to. 
She does still go. 
INT: Uh huh. 
SR: We used to set our time together. 
I NT: So you could be there together ... did you knew her before? 
SR: No. I met her there. She is really a nice person, their only 
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child and he is Bob's age. He has - they are nothing alike, nothing alike, 
meaning extremes, but they had both similar OT issues; and, at the end of the 
year we say, okay, when are you coming next year so we could sign up at the 
same time because she would come twice a week and sometimes we would 
be off by fifteen minutes, but she was always good for a cup of coffee or talking; 
but, yes, we met lots of nice people there, lots of - people are different. There 
were people who came from really far away to be there, and we sort of couldn't 
figure out if they couldn't find anything closer. 
INT: Because you are there an hour and the traveling time ... 
SR: And it is one more thing in the kid's and the family's life. I mean, we are 
no different than anybody else there, for the most part. People who are there 
are in lots of places. They have their therapists or they have their medicine 
person, whatever kind of medical. OT doesn't come by itself. The 
older kids have tutors, or they have a PT, or they have some other 
-- a lot of people did OT twice a week, or they have a PT, or they 
have-- lots of speech. Lots of people have speech, special 
speech people, and that was across the street . 
INT: To a place to provide speech therapy? 
SR: Yes, and tutoring, and I heard about that through someone in the 
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waiting room at OTA, and I went there for a while, and then that got totally 
insane, doing both things at once, and driving to Brookline in one day. It was 
like-- it was just hard to do everything, but you do. You learn-- the waiting room 
is the best part. The waiting room was really fun. It really is. It's was fun; and 
then, when I decided to leave, you can't leave me here. What am I going to do? 
Because you are in a vacuum, you are worried about things. It is -- you are 
worried about, I had a doctor who I really had a bad experience with , just wasn't 
writing reports , and he wasn't call ing back. I found out another mother was 
going to him and I said, "Oh, are you going to him? Oh, he's the pits. Try this 
one or --" , so you weren't alone and everybody else had some concerns, I 
mean, yes, because it was like everybody there had questions. 
Participant BL 
INT: So did you take him each week? 
BL: Mm-hmm . 
INT: And did you sit there and wait for [your son]? 
BL: Yes. 
INT: VVhat was that like? 
BL: I don't know what was that like. I always felt like he was borderline 
whether he needed to be there because I would talk to other people there or I 
would see other children come in and they clearly needed some kind of help. 
They had bigger issues. So I thought, "Well, my situation isn't so bad. There's 
nothing really wrong with my son. He just needs help getting himself more 
cohesive." 
Participant KB 
INT: So you met Sharon at OTA? 
KB: Right. Just waiting. And we'd just sit and we'd always be reading. 
She'd always be reading and gradually over the weeks we just started talking, 
and it was like a little support group. I haven't talked to her in over a year. I 
really enjoyed talking with her, and it was like a little support group, because 
she would share with me some of the things she was concerned with and I 
would share my concerns, and so it was nice to have someone who we could 
have a little support group without having to go another night of the week while 
we were there. And she had similar concerns. 
KB: There's some children who it's not subtle. There's nothing that's going 
to make it go away. It's just going to make it, I don't know, a little easier than 
some of these children, I mean they're severely disabled, and that's just the 
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way they're going to have to deal with life, and it's very awakening. But I'll tell 
you what else is also awakening is how, not all the parents, but how so many 
parents are so wonderful in these situations, you know, where you think, "Gee 
it's so easy to become frustrated and depressed and sad and they're just 
vibrant. You know. It was very illuminating. I found that, if we didn't connect 
right away-1 don't think we were in the same session right away, but after 
awhile it was very nice to have somewhere to talk. 
Participant RW 
1: Because really I am just trying to understand the parents perspectives. 
RW: In general? 
1: Yeah. 
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RW: I think that, as part of the parent perspective what was really helpful was 
the waiting room at OT A. It was a very helpful, quasi spontaneous support 
group and even though Dave was probably the mildest of the group. Just the-
just the - - it was a sort of support group without having to make it happen and it 
was just very --just very nice moms, all there for the same reason, talking 
about various other issues. Advocacy issues, insurance issues, life in general 
issues. 
1: Did these things happen spontaneously while your children were in 
therapy? 
RW: Yeah, yeah. I am not sure it was like that for everyone, but I think we 
went on two different days and both set times. It was just, you know, when you 
go week after week and see the same people, you know. It was really helpful. 
RW: So, at OTA there was also very very wide range and I always felt that the 
waiting room was a very very very supportive environment for those kids that 
were severely impaired, as well as the parents. I think that, you know, you can 
never really walk in someone else's shoes, but if you get to sit with them and 
have a little experience, I think that is just a genuinely, an awakening 
experience. And I just always felt that people's responses were more positive 
than they might have been in the greater environment. VVhich I think was true. 
Participant HJ 
INT: Was there anything, that his participation in therapy, taught you 
or helped you with? 
HJ: No, I think not particularly. I think I got a lot of sympathy for 
people whose kids are in much worse condition than Joe. Just 
spending time in the waiting room was an amazingly, eye opening, 
and heart wrenching experience a lot of the time. But, other than 
that, I would say not. 
INT: So seeing those other parents would make you see Joe in ... 
HJ: Well , you know, not just the other kids, but to see_ my whole situation as 
a piece cake compared to what a lot of people are spending a lot of 
time, you know, caring about. 
1: Are there things that you had hoped, with the therapy, that 
didn't happen? 
HJ: You know, I thought that a miracle cure would have been nice for 
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all the, you know, the learning things. I think it would have been 
great if Joe suddenly, you know, snapped into being in the top 
· half of his class or had an easy time doing homework, which he 
doesn't. And his product, his homework product, is not something 
that I would have felt comfortable with before having Joe as my 
kid and now I don't really care what he has, as long as it is 
something he has made a decent effort at. But, his product isn't 
what we would call college. You know, I think I am less hard on Joe. I gave up 
on the homework . Who cares? It doesn't matter as long as an effort was 
made. It doesn't have to be perfect. 
1: Is he concerned about it? 
HJ: I think sometimes he is, but not really. I think he sees a vast 
improvement in himself. 
1: Sounds like his tutor provides him a nice support for some of it. 
HJ: Yeah. She's great and school is also really supportive. So the 
combination of school and tutoring and OTA, you know, somehow all 
of this stuff came together and it is really okay. 
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Appendix J 
Selected sections of transcribed interview text for Journal Article Ill 
Participant CD 
1: So anyway, so Cart was at OTA a number of years ago? 
CD: Let me see if I can remember; Carl went to OTA for two 
years. He was diagnosed when he was five which sort of alerted me to 
problems with him, and clearly I felt that I should have seen it sooner because 
there were a lot of things that said problems when he was young but he did two 
years of nursery school at two different nursery schools which he really hated. 
He hated nursery school, the chaos of it, and I applied him to a kindergarten a 
private school where my other son was attending and it is pretty common for 
them to just accept siblings and they didn't. They didn't say, we are not 
accepting him, but they said, we think he needs another year of nursery school 
and I thought, well I know he doesn't need another year of nursery school 
because I don't think he could take it. So I went to the town of 
W-- I happened to talk to a neighbor and I wish I had known that this was 
available earlier, that there was an early childhood testing problem, so I had 
him tested by the early childhood testing program and immediately they could 
see that there were coordination problems and someone, probably the 
occupational therapist, told me about OTA and so I brought him over there and I 
think I took him for -- and I do forget what it was, but I think I took him for a 
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year when he was in -- I then decided that what he needed was kindergarten in 
our local catholic school because it was so structured and quiet and orderly 
and I thought, maybe he would respond to this because he's never responded 
to a lot of children around him pushing and with a lot of freedom. I thought the 
public school would be disastrous for him because it is big and chaotic and 
this was true. He is still there at the catholic school. I think it is ideal for 
him. So that first year of kindergarten I took him to OTA. I think we took a year 
off and then went back again and did it again for a year. He did two years of 
kindergarten. He ended up doing kindergarten twice with two different 
teachers --
1: In the catholic school? 
CD: In the catholic school, and then when he went to first grade 
again, he had a very, very difficult year and I, at that time went to a lecture and 
the lecture was given in the town of W by his old therapist, and I forget her 
name, A. You know A? 
1: A? 
CD: Yes, A, and it just kind of reminded me about Carl's issues and what we 
had been trying to do two years ago and I thought, maybe he'd get something 
out of it if we went again, and he did. I really feel that Carl's advances 
are made in spurts and after his first year at OT A, we went away for the summer 
which we do every summer -(Telephone interruption) 
149 
CD: So I kind of felt that- after the first year of OTA, we went away for the 
summer and he just did a lot of running and things kids do in the summer and I 
just thought during that summer he just made enormous progress and I kind of 
looked upon it as a -the two things combined: the year of occupational therapy 
plus a summer where he could use where he had gained in running around 
which he hadn't quite been able-- he was always a child to sit still, to not go 
out, to not keep up and I think that he had gained enough that 
year so that he just took off. 
1: That was after kindergarten? 
CD: He would just be so invigorated and a new person and that's what I 
remember about OTA, is I would bring one child and I would come home with a 
different child and that experience of just having all of that physical input 
invigorates him and makes him feel happy and together and I can remember 
saying to Paul, there's no doubt in my mind that this is helping him because 
when we leave I just see such a change in his personality. 
1: You can see it right then after a session? 
CD: M-hm. I think I would especially see it right then after a session. He can 
fold himself up like a pretzel at times. He can slump and just be really limp and 
have no muscle tone and then I would come out and he would just be strong 
and upright and happy so I would notice it right away. I was never quite sure 
about the long-term benefits of it. I was just not sure but I certainly could see 
that it was helping him on a daily basis. 
Participant KB 
KB: One time I got a call from her nursery school, she went two mornings a 
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week, and her teacher thought she was deaf because she was busy playing, 
and it was time to go outside or go to the bathroom, whatever, and all of a 
sudden, she's over there going, "E ..... , E. ..... " So the teacher panicked and she 
called me and she said that her hearing needs checking. And I thought it was 
she was telling herself-but of course you go and you follow up, I called the 
pediatrician, we went in, he did a hearing check, her hearing was fine. So she 
has always had this ability to self-withdraw an amuse herself. She's always 
very happy. And the other thing she used to do when she was five or six was 
what we call pacing, where she would walk back and forth and shake her arms 
like this and tell herself stories. 
INT: Tell herself stories? 
KB: Yes. And she would rather do that than play with her friends. And I 
shouldn't say her friends, but children who she didn't know. So on the 
playground at school in kindergarten she would be by herself pacing and telling 
herself stories. And of course that upset me because she was very unusual 
looking and she wasn't going to make friends if they saw her as unusual. You 
know, children can be very cruel. So I would try to talk to her about not doing 
that at school. I talked to the guidance counselors and the teachers and asked 
them if she's doing that, to go and invite her to come over and play with 
someone else. And the answer was, "Well, we don't have time to watch every 
child and we do what we can." But I knew that they weren't doing what I wanted. 
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And then in first grade they had circle time, and they had this little rug that they 
put on the linoleum floor so the children wouldn't have to sit on the cold floor. 
Well, she can't sit on the rug and sit still . She likes to rub the rug with her 
hands and walk back and forth. So whenever the teacher had the circle time 
she wouldn't focus on what the teacher was saying. She would start telling 
herself imaginary stories, but not out loud. Just in her head. And she'd just 
start doing her motion. And I would tell the teacher that she can't sit on the rug, 
because the teacher in the conference would say that she wasn't paying 
attention, and she's extremely bright, so there was never an academic issue. 
She always was always doing well for all the skill sets required. So I never 
had-1 would go into my teacher conferences and I wouldn't even ask, "How's 
she doing in math or reading?" because I knew she always got hundreds on 
everything, she would never, once you explained it once, she picked it right up. 
So I never even focused-! would just say, "Does she talk to any other children? 
Does she have any friends? Does she interact? Does she stay by herself all 
the time? 
INT: That was your primary concern? 
KB: That was my focus. 
KB: And so I think OTA was an education for all of us, and I think that's really 
the most important contribution it made, because frankly when you ask about 
what we think of this whole thing, I don't understand it and I'm not sure I agree 
with it, but I do believe from a, I don't know if the word is psychological 
perspective, from a self esteem perception, it helped tremendously. It helped 
us accept her needs and it helped her accept her own needs. And from that 
perspective I think it calmed us all down, it made us less fanatic about trying to 
make her fit into this mold of a child that doesn't need that, and it helped us all 
be more accepting of her behaviors. But we're still working on it. So anyway, 
that's sort of the background. Did I answer, or more than you need? 
INT: K, how did you come to stop therapy? If you weren't seeing 
dramatic changes, how did you know, "Well, it's time to stop." 
KB: Well, it was really with [the therapist], and just her, I was ready to stop a 
152 
long time before because, again, I wasn't a convert. I wasn't really, I was going 
there because my professional advisors, you know, my pediatrician and my 
psychologist are saying, "This is helpful, this his good," and E loved going and 
she looked forward to it and she wanted to go. So there were only positives. 
The negatives was the money. Because your insurance didn't cover it. But, on 
the other hand, we were able to do. it. So you sit there and you go, "OK, you're 
being advised to do it, we can afford it, and my daughter loves it, and we're all 
happy because of it. " Those are really the reasons. And as I said, I looked at it 
more as a self esteem. I thought our family self esteem was improving, and 
we were happier together as a unit because we were more tolerant and 
understanding. And she felt better about herself and she felt it was helping, 
even though I couldn't see anything, when I would ask her, she would say it 
was definitely helping her. 
INT: She was? 
KB: She would say that. Now I didn't have any sort of visible measure to say 
it, but she's a very smart kid, and she was tell ing me it was helping. 
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INT: So how does E feel about it in retrospect? 
KB: I don't know. I think she has a very positive feeling about it. We have the 
OTA wall on the Mass. Pike that we see, we wave to them. Because it was the 
wall we used to pass when we used to go to OT A. So it has very positive 
memories for her. It wasn't like she resented going. Because I' ll tell you, if she 
resented going and I didn't see improvement, I would have stopped it a lot 
sooner. But she really looked forward to going. She really enjoyed it. And it 
might have helped her with her coordination. She wasn't a very coordinated 
person, but she does ballet. That's one thing that [her therapist] had said was 
good for her, her motor skills, and I signed her up for ballet classes, and she 
loves that to this day. We started point this year. One of the other things she 
had said was team sports would be helpful to help her interact with the children 
and do things within time parameters, because you have to run or you have to 
coordinate. You can't sort of move in your own world. So we had signed up for 
a few different team sports, so she did basketball, she did softball. She still 
does those things. 
KB: As I said, from a self esteem and a family unit issue, it helped 
tremendously. 
INT: How has it helped the family unit? 
KB: It helped us be accepting of her need for the behavior, it helped us see 
other children who had other needs that were very unusual as well . And it 
helped us try to help her instead of tell ing her to stop, recognizing she needs 
some sort of motion, and maybe we can channel it in another way that's more 
socially acceptable. I tried to get her to do a treadmill. You know, "If you need 
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that motion with your legs, why don't you walk on the treadmill?" So for a while 
my husband, she didn't like the treadmill, so for a while my husband was 
getting up every-he's an early riser anyway. But he'd budget time, we'd get 
her up at 7:00 in the morning, and they'd go for a walk, just to give her the 
exercise. He thought that maybe if she walked for 20 minutes before school, 
that she could sit still . We did that for a couple of months and then she got tired 
of it. She didn't want to do it. But it helped us think of accepting her and just 
trying to work with her needs and not our needs to just stop. And that was 
important because psychologically she was getting hurt because she was 
thinking she was a bad person. 
INT: That's important. 
Participant BL 
BL: it was brought to my attention that there was a problem back when he 
was three, and he was in pre-school. And being I had two very young children 
at the time --
INT: He's the oldest. 
BL: He's the oldest, and they're only a year and a half apart. And he's a boy. 
So, being a first time parent, not really knowing what's typical for a boy, versus a 
girl, and where the lines are drawn. So, he's always been a very sweet boy, like 
he's a really good-natured boy, and it wasn't the typical "terrible twos," so to 
speak, where he would do things maliciously. But I always found he had a 
hard time playing with toys. Like, when he was younger, I thought, Wow, he's 
really smart, and really coordinated. Like, he would build these little cut blocks, 
but as he got a little bit older, instead of building with things, I would just find 
him knocking things down. So, it was frustrating to be around. 
INT: It was frustrating to be around him? 
BL: Yeah, for other children and for myself in groups, because he would 
disrupt people playing, because they'd be playing and he'd walk by and he'd 
knock it down. But I never found it to be like looking at it, looking at me, and 
then knocking it down. I found he'd just walk by and knock it down, like he 
wasn't even thinking about it. And I think that's kind of what I see now 
sometimes, is I'll find myself saying to him, \t\lhat were you thinking about? 
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\t\lhy did you just do that? He might walk by, and a coat might be on a chair, and 
he might just flick it off the chair. Like, what did you just knock that off the chair? 
So, I find, sometimes, he'll do things and he's not really thinking about what 
he's doing. 
INT: So, when you said it was frustrating for you when he would do that stuff? 
BL: Yeah, because he just kind of does things, he doesn't really think about 
what he's doing. 
INT: In a play group? 
BL: I was in a play group for a while, and that was not good. First, when 
he was a baby, I worked; and then I got out of work, and he was one-year-old, 
and so we were in a play group maybe from one to two, but in that time I had a 
daughter. So we were in a play group, but they'd be constantly calling his 
name: Don't do that, don't do that, or I'd be afraid to leave him for a minute, 
because he'd just take the toys and dump them. It was okay to dump them if 
you're going to play with them, but he would just dump, like that's what he does, 
he would just dump things. But now, which I'm very --
INT: Did the other parents react? 
BL: No, not really. But I didn't know them all that well , because I came into a 
play group late, you know what I mean? Because they all started when their 
children were babies, but I wasn't in it until he was older. And now, he can do 
things on his own very well. Like, he built this. 
INT: Wow. 
BL: I mean, he didn't build this on his own, he built with the help of an adult, 
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but he took a lot of time to make it happen, and he would never just destroy this, 
now. And he's very patient. Like, he likes to do puzzles, and he likes to do 
Legos, little pieces of Legos. And so sometimes I think, God, he really is 
patient, and he has really good, fine motor coordination. But if you put him in a 
group with other children, he's like a different person. I don't find he can sit and 
concentrate on the same thing; and I don't find --
INT: Is he different from the other kids, somehow? 
BL: Sometimes, I feel like he's all over the place. Like, he'll sit down, he'll 
want to do something, no, he doesn't want to do it, he'll move onto the next 
thing. But the biggest issue with other children that I see him, at this age, is his 
gross motor planning, because he has a really hard time doing things that 
sports, that have to do with a ball and play. Like, he's good at ski ing, he's great 
at bike-riding. I mean, he can ride a two-wheeler better than anyone I know. 
And he started very young, compared to other children, but he can't bounce a 
basketball, he can't play with the basketball, he's not very good at soccer, he's 
not very good at softball. Not that he's not good. He really can't play. It's one 
thing to kick the ball and knock it up, but he doesn't go with that. Like, you can 
tell he's not really there. At first, when he was younger, I thought, Oh, he's just 
not interested. But not only is he not interested, he'd like to be able to 
participate with the other children, but he just doesn't have the coordination to 
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do it. it was brought to my attention that there was a problem back when he was 
three, and he was in pre-school. And being I had two very young children at the 
time-
INT: So, what about Ira prompted you to go to OTA and seek -- ? 
BL: Well, that's where it started was back in pre-school. V\lhen he was in 
pre-school I'd pick him up and his teacher would say, "Oh, we didn't have a very 
good day today." And I didn't know what that meant, like he didn't have a very 
good day. Because he's a very happy kid. Like if you see him, he's a really 
happy go lucky kid, he's very friendly, he'd come up, he'd chat with you. But it 
took a whole year to kind of get it out of the teacher but she said, like, oh, during 
circle time sometimes he'd go and he'd sit down and he'd (clip) the leg of the 
person next to him like he wasn't aware of his body within the space. Or 
children would be building things and he'd knock them over. He wasn't really 
coloring. His fine motor skills weren't good. And he'd get very frustrated, like if 
the paper got bent, that would really - if you put it in the back pack the wrong 
way. Things would just trigger him off and get him really upset. He could 
recoup from that quickly but little things would just trigger him off. 
But there were goals. But more of the goals were fine motor or gross motor 
and we'd have particular things. Like we wanted him to be able to hold a pencil 
better and we wanted him to be able to write his letters better. We wanted him 
to be able to color within the lines. And he can do all those things much better. 
His fine motor skills have really come a long way. And then when he wanted to 
ride a two wheeler I got a little bit nervous because we weren't sure if it was 
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going to be safe for him, how much he was just going to go off. And he picked 
it up fairly quickly. And then I brought the bike there. And then that was a goal. 
And he had that there one day and he was fine. But to teach him how to ride a 
bike. He never rode a tricycle and when he finally got training wheels I'd push 
on one leg and then I'd push on the other leg and I'd say, "Now, this leg. Now, 
that leg." And that's how he got it. But it wasn't a natural thing like get on the 
bike and pedal. It just wasn't happening. So we'd have little goals like that and 
we'd achieve them. 
INT: Are there any things that OTA, having Ira go to OTA, taught you? 
BL: It really taught me to be aware of the kind of person he is because at first 
I thought maybe this is just typical boy behavior. But it made me look at him 
and be more aware of his issues like dumping of the toys. I don't think he does 
that on purpose and I don't think he did back then. Or when he sits down and 
he kind of clips you. I don't think that's his fault. So it made me aware that 
there's a problem. And it made me a little bit sensitive to his needs, some 
things that we do. And I think I've learned to structure the day more because of 
him. He works well with structure. You tell him what to do; he'll do it. But now 
he's getting older so I don't know how much I should still be telling him and 
how much I should see if he does it on his own. Like even with reading I find 
that teaching, now I would follow the word for him because he could read much 
better if I did that. And she said well, that might be more help than you should 
give him because he needs to learn to do that on his own. Or I cut his food up 
probably longer than most people did. I felt like I was always (on him). But I 
think they just taught me to be aware of him as a person who is different than 
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what you might expect. And it's kind of helped me focus (with) friendships, what 
he does or more aware of who he's going to play with or where he's going to go 
with them. But he definitely has his own personality. Like, Ira has a 
personality. Everyone knows that's Ira. Like the bugs (come out), like, "That's 
Ira." For his birthday he gets all nature kits and bug things and bug catchers 
and the microscopes, all that stuff. People know, ''That's Ira." So he definitely 
has a different interest and I think that saves him. I guess I learned to be more 
sensitive to what his needs are. 
Participant GD 
INT: How old is Jane now, G? 
GO: She is almost 11. She's come so far. 
INT: Yeah. How is she doing now? 
GO: Well , do you want to know what she started at or do you just-
INT: Well , yeah, I do. Well , I'll let you fill that in so you can concentrate. 
GO: I can talk while I'm filling it out. 
INT: Okay. 
GO: She started out fine as a baby, you know. She met all the milestones 
and she was just always kind of shy and very cuddly. And she did fall once flat 
on the back of her head when she was about two on the T right out, you know, 
looking out the window, went straight back. And then she also fell once straight 
on her head, like falling from that step and then onto a stone, Uammed) a 
frontal. And she -- the only thing is she was late when she was born, like 11 
days. And I think I'd been leaking and didn't know it because there was no fluid 
when she was bom. And then I had a-- I had a scare when I was carrying her. 
I got locked in a YMCA when I was like eight months with her and two little kids. 
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And I thought, "Oh, gosh," you know. And it seemed forever before somebody 
got us out of there. It was getting dark. And right after I had her, probably the 
first week, it was right before Christmas, then I started bleeding. I really wasn't 
probably bleeding, but my mother was here and she thought I was starting to 
bleed because I had spent the whole day decorating the tree. And I ended up 
taking some urine contraction thing, I forget the name of it. It's also a derivative 
of some major psych drug. You know, I took it one day. But it made her sleep a 
lot more. I was nursing her. So I stopped and just stayed in bed. But she 
always used to love the balls at Chuck E Cheese, you know, to be into those 
balls. And she always used to sleep with a blanket wrapped around her head 
and around her feet. But it wasn't till she was like kindergarten or before 
kindergarten, she was in a dancing class and she couldn't -- she was ten 
steps behind everyone else. She couldn't process what the teacher -and the 
teacher was a lovely girl, but she did talk fast. So I kept getting Jane's hearing 
tested. But, meanwhile, before this, she had even been screened at three with 
the school and she was already starting speech just because she was not 
articulate with her speech. And so she got that once a week or whatever it was, 
you know, in pre-school , school-based speech. And then so I took her out of 
dancing because it was just too much for her ego. She wanted to be a dancer, 
but she couldn't - and she was playing - I had gotten her tested and 
everything's normal, hearing's normal. 
She had-- I mean she had no-- she couldn't write well. I mean she couldn't tie 
her shoes well. She still does it looser. But it took her a while to learn to tie her 
shoes. 1 mean I had her take horseback riding. V\fnen she was in kindergarten 
she couldn't ride a horse because they said, "She's not ready. She can't do 
this." She had no sense of left, right. 
INT: Did she feel badly? 
GD: Oh, yeah. 
INT: Yeah. She expressed concerns about it? 
GD: Yeah. And she had no- she had a lot of problems with memory and 
I 6 I 
word recall. She couldn't remember people's names. God, she's great now. 
She couldn't -- she didn't even - you know how you can look upward, accessing 
your visual memory? She couldn't do that. She didn't even think of doing it. 
Now she does. But she had auditory processing problems, and then the 
focusing problems were bad. But after the Sl work, she got her balance, her 
coordination, being able to do all the physical. 
INT: And Jane was in kindergarten at the time? 
GD: She was in kindergarten. The teacher was.:._ knew there was something 
going on. She goes, "I can't put my finger on it, but she's just not getting it." And 
I mean she was-- you know, she didn't look- but she was very cautious. She 
was very, you know, like when we bought this house and moved in in '94, I had 
to get extra railings put up because she didn't-- you know, she was afraid of 
stairs. She was afraid of anything that opened. VVhen we went - when this 
house was still being built, she wouldn't go. I had to walk her up the steps. 
had to walk her through the playgrounds at Discovery Zone. She had no upper 
body strength. She couldn't hold onto the trapeze. She would fall down. She 
was scared to move around her environment. 
INT: So was she scared to move around in the environment? 
GD: Urn hum. Especially- especially playgrounds. I mean I had to take 
her on the slides. I had to go up the steps with her everywhere. She just 
wouldn't- she was just too scared. Even ice skating. We used to take all our 
kids ice skating. She would never leave the chair. She only learned to ice 
skate last year. But she was just so thrilled. 
But I forget what grade she was in. We were still in Braintree, so probably still 
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in kindergarten. Yeah, we were still in-- this is probably after a year or not even . 
of OTA, you know, the monkey bars. She was finally able to do bars in the 
playground there, she was able to do the monkey bars for the first time. She 
was just so happy, like she was just jumping up and down. And she did it like 
20, 30 more times. And she ended up with calluses all over her because it was 
like, finally, I could do this. And like the first time she could ride a bike, it was 
just so meaningful for her because she was probably a year behind what the 
other kids, maybe two, I don't know. And the first time- like she's so 
determined with gymnastics. She worked it and she worked it and she worked 
on it. She could finally do a handstand. 
GD: I would say that sensory integration really helped her with balance, 
coordination. I wonder if I - I gave them -- I don't know when you read the 
notes, you know, because I was giving them weekly feedback, and whether B 
put it down. I was fortunate. 
INT: So what's a typical day like for her now? 
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GO: A typical day like her-- oh, another thing that she could never do that 
she does now, she can play these Nintendo games. She could never-- she's 
hooked on the thing. You know how little kids always- kindergartners, first 
graders, they can always do this. She could never do that. But she finally can 
now. And so she-- she loves it. Okay, her typical day is if I-- well , she gets up. 
She's not usually hungry in the morning, but she does eat something. She 
loves animals. So if I can start joking about an animal in her bed or something, 
she's more likely to wake up happy, not that she wakes up unhappy. But it took 
a long time for her to be able to dress herself and get all that stuff organized in 
the morning. But that, she has probably been able to do that for two years now. 
She didn't really have to go to a baby-sitter outside the house till she was two 
and-a-half. My husband took care of her at night and weekends. I used to work 
nights and weekends. And she loved this one nursery school, The Lollipop 
Train, just because of the name. But she was always doing this. She was real 
shy and quiet. And she always was self-stimulating with those balls or 
wrapping herself up with stuff. And she was never doing her hair. She wasn't 
even aware of hair in her face, you know, a lot of Sl kind of symptoms. So she 
was able to ride the bike standing up by the end of first grade. Amazing. And 
she was able to swim in the deep end a little after the first summer of first 
grade. She can now-- she's making up her own swimming strokes. I can't 
believe it. She loves water. She's always loved water. She used to just jump 
and come back out, jump, you know, jump, you know. 
INT: And you started to say that she would take more risks. 
GO: Yeah. Let me see if she's a bigger risk taker now. She would take no 
risks initially. Yeah, she's a much bigger risk taker now. She's more like a 
regular kid, except for, you know, she still has some focusing problems. It's a 
little slow. But I think she's going to be okay. I think she's actually going to do 
wonderful stuff with her life. I don't know in what form . 
INT: It sounds like she has a lot of strengths. 
164 
INT: Yeah. I mean did the knowledge you learned about sensory integration 
impact how you parent Jane? 
GO: Well, just all the tools for self-organizing. And like if she's goofing off 
with a kazoo, I know it's actually helping her, or if she's- or maybe I might have 
said, "Stop it," or something, you know what I mean, those kinds of things. 
Maybe the self-calming techniques the kids naturally do you would understand 
them better, you'd allow it or encourage more, or knowing more of those kind of 
techniques would be more, you know, more supportive of them doing them or 
encouraging them. And sometimes I could do more of those, organize, you 
know. 
INT: It's hard to stay on top of every little piece, isn't it? 
Participant DJ 
1: And what was it Darcy that led you to seek OT services? Vv'hat was 
it that made you pick up that phone and call them? 
OJ: Well, I called my pediatrician. I had a kid who was a big teddy 
bear kind of kid who was hurting other children. And when he was-- he didn't 
know his own force. He didn't know his own strength. And he would go like 
this, meaning to go like that but he didn't feel anything, so he had to go harder. 
He would go and give that person a hug that would just about strangle them 
because he couldn't feel. His writing was bad but he was in Kindergarten so 
those skills were hard to attribute to his condition. It was more acting out in 
a way that was unacceptable. 
1: Not acceptable to you? 
OJ: To the school first and also to me when I heard about it. So, I 
thought I had an emotional issue to deal with but it didn't marry up with the boy 
that I thought I had. So, I called the pediatrician thinking that he needed some 
psychotherapy. He said no, he didn't think so. It was an -- so he was 
evaluated. We solved the problem. 
1: So, the pediatrician referred you to OT A? 
OJ : Yes and then we spent two years in OT A -- a year and a half in 
OTA once a week. We're lucky. V\lhen you go to OTA you realize how lucky you 
are. We have a condition that we can deal with, a lot of people don't. 
1: So, what was he like before therapy, Darcy? 
OJ: Well just as I said, he was - Well he has a very high pain 
threshold. He would fall down- as a baby he would take terrible, terrible 
tumbles and never cry. V\lhich in retrospect we realize was all connected. And 
you know, he didn't mean to hurt his friends because -he's not that kind of kid , 
he's a big teddy bear kid and I can't tell you more than I just said but he was 
hurting people without realizing he was hurting people because it 
wasn't hurting him. He didn't feel, unless he really made a connection, he 
didn't feel - he needed pressure, a lot of pressure on his hands or on his feet 
to know that he had connected with somebody. I mean he was pretty young 
too, he was in kindergarten. 
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1: Did you have a sense of how the kids were reacting? 
DJ: Well sure, they were pissed off wouldn't you be? And they couldn't 
understand. And the teachers were upset. And we tried to discipline him and 
then we realized it wasn't a real discipline problem, which is why we called the 
pediatrician. 
1: And then you started therapy- this may be hard to remember but 
what were your hopes or your expectations for that therapy? 
DJ: I was hoping that we would have this problem of his we could get-
-deal with. That there would be hope for him, that he could learn to deal with 
his disability, that was my big hope. And they said it would probably take up to 
two years to get the basics that he would have to live with all his life but he 
would leam how to cope. That was their initial evaluation and projection. And I 
felt that they could-- if that happened, that would be wonderful. It's pretty 
simple, we wanted him to be normal. We wanted him not to hurt himself or 
others. And we were grateful that they thought this could happen. We didn't 
know anything about this kind of disorder before. 
1: If you can Darcy, could you describe for me like an instance of an 
example to illustrate that change that you thought you saw in him when he was 
in therapy, like before he was in therapy to when you started to see changes. 
DJ : An example of what, of the changes? 
1: Yes. 
DJ: Well I think, you know, we started to get fewer -- we were able to 
explain to the school what was going on. Since most of his interaction was at 
school and most of his problems, other than handwriting, which was a big 
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problem too, centered around school based activities. V\lhen we got fewer and 
fewer reports on his- not acting up but his problems with children. They 
always - J is very popular but he hurts kids. So when we started 
getting fewer of those, more reports that he was doing really well then we 
began to feel there was some hope. But right from the beginning they told us at 
OTA that this was a condition that he would learn to live with. We were so 
pleased that we had this - the people knew what he had and he had a 
treatment. We were pleased from the very beginning because it gave us hope. 
And we explained to J and even though he was little, he had a 
sense of - you know he had a sense that he was different than the 
other kids. 
OJ: It's much improved. He wasn't paying much attention to writing 
because he was just doing spelling words but. He no longer has the worst 
handwriting in the class. And he's quite accomplished in soccer, he loves 
basketball. I mean these are things he never could have done before. So, I 
think that there's a clear indication of the progress that he's made dealing with 
his disability. 
1: Well that's what my research is about. I'm trying to understand 
what are the things that the parents valued from the treatment, what made a 
difference in your life? V\lhat matters to you? 
OJ: I changed my job. It changed me. We developed reasonable 
expectations and then we met them. I just had a situation with J today, I had 
just gotten back from school. We had a meeting at 7:30 this morning at school, 
his teacher and I. And it was -- this was a behavioral problem and they gave 
me a chance to sit down and talk to her about J's problems, his sensory 
integration problems. And she didn't know very much, she was a 
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very senior teacher but she didn't know much about it. And you know at the end 
of our discussion we agreed that it was helpful that she knew but that in fact 
this was not- this was a behavioral problem. It was a young boy's behavioral 
problem. But it did give me a chance to sit down at the beginning of the school 
year and say, this child does have some of these problems. You 
need to be aware of it. You need to know or if you feel there 
are things that you should be .doing. 
1: And my suspicion is that when we talk to parents and parents talk 
about how it's been valuable to them it's more about some of the things that 
you have been talking about. 
DJ: Well just knowing what we had saved his life, I think, truly. That and 
having wonderful and compassionate teachers. I was a wreck. I mean when I 
found out what it was, things got a lot better but there was a period when I was 
just a wreck. I couldn't believe we had a bully as a child. It wasn't what I saw as 
my vision of this child. Parents are always grounded in reality. 
Participant HJ 
1: When he came here, did you have hopes or expectations or ideas 
about anything that might have change, or what this therapy could do for 
him? 
HJ: I don't think that I had real expectations, but I had strong hopes that he 
would get organized, learn how to read and be able to do math. Which, in 
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some senses, have happened and other senses haven't happened perfectly. 
So I think that overall I would say that it was good experience, but because with 
the nature of J' disability or challenge or whatever you want to call it, isn't very 
extreme, it is hard to know whether OTA helped a lot, or a little, or whether it 
was kind of that he developed out of what he was doing. But definitely he got 
much stronger, you know, his physical self is much more together. Although, I 
couldn't tell that it wasn't together before, but people who look at him who knew 
that he was very weak upper body wise. 
1: I'm most curious to know from the time he began therapy to when he 
ended. 
HJ: Yeah, I would say that he got physically much stronger and more 
coordinated. 
1: Was he concerned about being uncoordinated? 
HJ: No. 
1: So it is not a change that he noticed, he probably wouldn't .. . 
HJ: No. I'm pretty sure he didn't. 
1: Are there any situations that come to your mind where you might see 
that? 
HJ: No, but as I said, I didn't notice it when he was weak, so I equally don't 
notice it when he is strong. I think, you know, his writing seems to be more 
comfortable. That was hard for him to sit and hold himself up, kind of like this, 
without being tired out. So that impacted how long he could spend doing any 
kind of project and I think that there is some improvement in that. 
Participant DL 
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DL: I mean, she loves OTA because she is comfortable there and she feels 
known and she can take risks there, bit she will try to avoid ... 1 mean, one of the 
things she has learned through all her experiences is how to take more risks. 
\1\Jhen she was first there, when she came upon something that was hard for 
her, she just stepped back and side stepped it and not do it and want to avoid 
it. Only wanted to do things that felt good. So, but she has gotten a lot better at 
taking risks and she is now beginning to see and learn that there are a lot of 
things that she can do that you have to work at. She is a kid that has to work 
harder than other kids in every way. 
I NT: Do you see any of those changes impacting her life in any way, daily 
life? 
DL: I wish, she tried, she got up the courage to take soccer, you know, and 
her brother is a soccer star. I thought that was quite remarkable and she didn't 
do too badly at it. Yeah, I think, I mean she wants to use her body, it is, I mean, 
she is a kinesthetic person, so it is, and I think it has given her a little step up 
and I mean, I think down the road if she wants to really perform and be in the 
theater and stuff, she is really going to have to work to get herself stronger. But, 
it really has been a foundation for that if she chooses to do that, you know, 
knew how to learn, knew about making mistakes and going back and starting 
over again. So she was way ahead of the game in some ways in school 
because she knew how to do that. 
Participant MU 
INT: Do you feel like anything else changed? 
MU: Not that I can think of, right now. I mean, they gave us --at OT, one thing 
that was very nice was they had ten minutes, at the end of the lesson, to talk to 
the parents. And so they gave us also very useful hints on kind of everyday little 
problems that we had at the time. There was one example: 
when he was in second grade, the whole class had a- it was Passover play, 
where they had to dress up, and they to wear, kind of, like the head covering, 
and then have the head covering fiXed with a string around their heads. And it 
was a big problem for 0 . I mean, he just couldn't stand this thing around his 
head. And OTA, she gave him some good ideas on how to handle the 
situation. Like, she said, maybe just make a fist and nobody will notice, and 
that way you'll keep yourself from pulling the head covering off, and kind of use 
some rubber, I mean, some kind of other way to fix it. So, they gave us kind of 
good advice to- the little problems. 
INT: And was there anything that O's participation in OTA taught you about 
being his parent? 
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MU: I mean, it probably taught me that these things are, I mean, in his case, I 
mean, for some kids, that they are normal problems, that it's not just he's 
making it up. For example, in the morning, one thing that's driving me crazy is 
when he puts his socks on, and then he puts his shoes on, and then he feels 
that there's some wrinkle or something in his sock, and then he takes his 
shoes off again. You're going to miss the bus. But, for him, this is kind of a big 
problem, if there's a wrinkle in his sock, I mean, it's just driving him crazy. 
So, I think I got to understand that a little better. At least, I mean, I know I should 
take into account that he's not doing it on purpose and that I should be more 
patient. \1\/hich doesn't mean that I am more patient, necessarily. 
172 
INT: So, do you see improvements at home? 
MU: At home? Very, like, some days, you think, yeah. Then, again, you don't, 
when you don't think you're seeing improvements. Maybe getting better. 
INT: Uh-huh. 
MU: I mean, it's not that clear-cut. I mean, that's probably what I have to get 
into my head. I mean, it's always that kind of thing, to see --l ike an ear infection 
or something, it's like you take your medicine and then you check your ears 
again, and you know, okay, you're cured. And, I mean, this thing is not that 
clear-cut. I mean, okay, I think probably there is improvement. 
INT: It sounds like it's very variable. 
MU: Yeah. Some days, I mean, with good days, where all of a 
sudden he's like all dressed and ready by himself; and then we have these 
days where I tell him, go get your socks and your sweatshirt, and he comes 
back down and maybe has his socks but another sweatshirt, and he'll go up 
and come back down, and doesn't bring anything. And then, by that time, 
I'm probably going nuts, and so I have to send him back up. And maybe he'll sit 
there and hold his socks and kind of not do anything. So, we have these days, 
but maybe we have less of them, kind of hard to tell. And then, sometimes, he 
comes home and he settles down right away, and does his homework, 
does a good job. 
INT: So, it sounds like you never know what it's going to be. 
MU: Yeah. I mean, that's the thing, it's kind of unpredictable. And, again, he 
could have a horrible time with his homework. I mean, homework, it's not a big, 
big problem , not really. 
Participant PA and PD 
PD: But the process was- you're dealing with a lot of stuff that's very 
intangible. And you don't know, are you making progress, you're not making 
progress. It's not like a controlled experiment and you'd say okay I've got the 
same child going without this for a year and the same child going though it. 
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So, you in tum can assess. That part was difficult because we kept, on several 
occasions, you know should we continue. It's not an inexpensive 
process. And we kept asking, should we or should we not and we said what's 
the difference? That was kind of the experiences that we, during the course --
and -- but clearly we saw by measures that OTA had that there was progress. 
The problem is it's very hard to translate those measures -- the fact that my 
daughter now can swing and hit the ball type thing. Remember that? 
PA Part of it is planning. They taught her more, if she wants to go 
from here to here, how to get there, that idea. But --
PD: But during the process, going through-- yes we saw the measures 
that they measured by, namely the- her motor skills, they focused a lot of their 
efforts on improving her motor skills. And clearly, the coordination part got 
better and she was able to concentrate on a particular task much longer than 
before. 
PA And she saw a change, that's the most important. 
1: So, what was she like before she went? 
PD: There also is- I mean to this day, at least for me, which is a 
big question mark. Is there a lot of correlation between what OT A 
found and treated and for example this reading issue. A lot of the issues that 
OTA dealt with were motor functions that maybe have some correlation but 
clearly not an obvious one. I think that her body control, as a result of that 
process, is much better. And she had those issues. Her ability to draw 
shapes-
PA To copy shapes. 
PO: To copy shapes, clearly was enhanced as a result of the OTA 
effort. 
1: I have a question. It might be a hard one to answer but do you 
have a sense of what your hopes were for her participation in Sl 
therapy before you started? 
PO: Sure, I know what her hopes were. She's be like a regular kid, be 
able to read and that was our hope. 
PA Right but we didn't think that would do it. 
PO: We hoped it would help, really. And as I answered before, I don't 
know if it helped a lot. I know it helped in certain areas but it's not clear 
whether it helped in the issue that faces her scholastically. But do I 
believe it helped? Yes. And clearly, the motor controls and the fact that my kid 
can ride a bicycle, I attribute to the OT and her stubbornness. I think it's 
the combination. Clearly that's where I saw-- I think it gave her confidence. 
think it absolutely gave her confidence. The fact that she saw herself 
progressing, again keep going to the swing and the ball and the target, clearly 
was, I think an important element. And I think some of the strategies they 
taught her, helped her. But you know as I said because you can't do a 
controlled experiment, it's difficult. 
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Participant RW 
The kid was born cautious. The kid was born super sensitive to sound and it 
was very helpful when some of these tests were done, not just to affirm that I 
wasn't insane, but trying to understand some of the things that were difficult for 
him. I mean, I just thought he was really smart, that at four months old he could 
tell one kind of music from another. But, I know now that he has a 
hypersensitivity. 
1: So he could really distinguish it? 
RW: He would cry constantly at wailful or whining kind of classical music, cry 
and there were certain songs that would totally make him happy. Totally, at four 
months and music really was - - and, you know, he had a sort of a passionate 
interest in music at various stages and now, it is very sound sensitive. Be in 
certain parts of the house but if he hears a noise he gets frightful about the 
noise. Responds, over responds I think. You know, we've all got certain 
senses that are more charged. My nose is like unbelievable, my husbands 
ears are incredible, so he just could be that sensitive. I think there is the 
tendency to over pathologize anything and I don't think that really matters, but it 
definitely makes him more jumpy than would be comfortable. 
1: This may be a hard question but, when you first started therapy do you 
think you had hopes or expectations in your mind for what therapy would do for 
D? 
RW: Sure, yeah. I think you - - it is natural and I think that what I am dealing 
with now is that that those hopes and expectations weren't met. 
1: V\lhat were they? 
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RW: To fix whatever was a problem. Very simple. I am very clear of that, what 
my needs were. I think that, it is very hard to watch your own child's frustration 
and I think that life seems to be frustrating for him in general. You know, the 
piece that goes on with his sibling is it is very hard to segway right out of it, 
siblings usually don't. But I think that - - I think that the hope for to understand 
more about what is going on for him was there. I think that the therapeutic 
experience was very helpful. It didn't fix everything, which is an unrealistic 
expectation to think that it could, and I don't think. I know from my own 
experience what therapy really can and can't do and sometimes I would look 
around and say, quite a lot. 
1: Do you think, umm there were changes in D? 
RW: Yeah. 
1: Yeah? 
RW: Definitely. 
1: V\lhat kind of changes did you see? 
RW: Just less fearful. Became disruptive in class, which the OT thought was 
177 
good, I am still having difficulty with that one. 
1: She felt that was good. 
RW: Yeah, she felt that some of the social stuff that he was doing in a 
delayed kind of way were positive in that, he had got to the point to be sort of 
comfortable enough in a rough house kind of way. Comfortable enough in a 
social way to, not act out, but to explain some of that. I am not sure if that is 
true, but there were changes-- there were positive changes, you know, in a lot · 
of ways. He was going through an absolute fear of escalators. Not totally 
phobic, not really phobic but would avoid one, didn't want to go to the restaurant 
that had the escalator. He didn't feel comfortable with that. I think that qualifies 
as altering his functioning in some way, but-- and, you know, we spoke about, 
you know, putting heavy things in his pockets and everything was just - - for him 
it was that it was helpful for me to understand that he couldn't judge the 
movement of the escalator with you know, the whole proporiceptive, vestibular 
mix was hard for him. So, we did some desensitization around it and that was 
really helpful and now he goes on an escalator comfortable. But my husband 
was like, forget this. Because the OT suggested putting on a baseball cap and 
putting Campbell's soup in his lap, you know really to get that heavy feeling 
and to make him feel - -get some propriceptive feedback and my husband 
said, look, you know this brushing is one thing, you don't want to make this 
child more wacko than you need and I think that was a very useful thing. 
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1: Because he thought it was just way too bizarre? 
RW: But it wasn't necessary. So what I did was I would hang my pocketbook 
around him and whether it worked or not it was a desenitization bridge for him 
and he felt competent. He felt competent in that I and I have helped him find a 
way to handle it. It was helpful for me to understand some of D's fears that 
seemed rooted - - that seemed rooted, but they were really valid. V'vhen he was 
in pre-school he was in the basement classroom and the trash truck would 
come to take dumpster and look as if it was going to come into the classroom 
and my child, out of twenty, and because of the noise and the way it looked, 
visually to him, but that was the person he was. So we did a whole piece 
around, what he is doing, let's talk to him, he's gone to truck driver school and 
look and I thought - - and the teachers - - teachers insight is, at various points, 
limited and I think that is, how can I expect understanding, them to understand. 
So, the knowledge, why it was hard for him was helpful too. 
Participant SR 
INT: Were there other things besides riding a bike that you were sort of 
hoping for? 
SR: No. He is climbing. He is doing more of that stuff, and more just 
enjoying, and I think that that's why we went to the horseback riding and 
swimming lessons because I wanted to make those be - I wanted him to like 
things. 
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INT: Right. Does it make your life easier as a parent. Does it make B's 
life easier? Does it help him fit in in his world? I mean, -
SR: I think those are the things parents care about. On the other hand, the 
way they explained it to me; which, assuming what I am hearing what they are 
trying to make me hear. It's true, his relationship with space, like climbing 
through a tunnel, like does he know where he begins and ends, that was like a 
big issue when he was really little, and sort of by the end, it wasn't an issue at 
all. I mean, not at all , it's all relevant, but he can climb through things, and he --
1 think he wasn't as clumsy, for lack of a better term. It's not really clumsy. It's 
just knowing where you are in your world. 
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